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THE DONALDSON REPORT

RECOMMENDATIONS

Consultation Response Questionnaire





CONSULTATION RESPONSE QUESTIONNAIRE

You can respond to the consultation document by e-mail, letter or fax.

Before you submit your response, please read Appendix 1 about the effect of the
Freedom of Information Act 2000 on the confidentiality of responses to public

consultation exercises.

Responses should be sent to:

E-mail: qualityandsafety@dhsspsni.gov.uk
Written: Donaldson Consultation

DHSSPS

Room D1

Castle Buildings
Stormont Estate
Belfast, BT4 3SQ

Tel: (028) 9052 2424
Fax: (028) 9052 2500

Responses must be received no later than 22 May 201 5

| am responding: as an individual

on behalf of an organisation v

(please tick a box)

Name: Maeve Hully

Job Title: Chief Executive

Organisation: Patient and Client Council

Address: Ormeau Baths, 18 Ormeau Avenue
Belfast BT2 8HS

Tel: 028 9032 1230

Fax:

e-mail: maeve.hully@hscni.net
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Background

On 8 April 2014 former Health Minister Edwin Poots announced his intention to
commission former Chief Medical Officer of England, Professor Sir Liam Donaldson,
to advise on the improvement on governance arrangements across the HSC.

Sir Liam was subsequently tasked with investigating whether an improvement in the
guality of governance arrangements is needed and whether the current
arrangements support a culture of openness, learning and making amends.

The Donaldson Report was published by the Health Minister Jim Wells on 27
January 2015. It sets out 10 recommendations which refer to a wide range of areas
across the health service in Northern Ireland. The full report can be accessed at:

http://www.dhsspsni.gov.uk/donaldsonreport270115.pdf

Purpose

This questionnaire seeks your views on the recommendations arising from the
Donaldson Report, and should be read in conjunction with the report which includes
the recommendations.

The consultation questionnaire

The questionnaire can be completed by an individual health professional, stakeholder
or member of the public, or it can be completed on behalf of a group or organisation.

Part A: provides an opportunity to answer questions relating to specific
recommendations and/or to provide general comments on the recommendations.

Part B: provides an opportunity for respondents to give additional feedback relating
to any equality or human rights implications of the recommendations.





When responding to Part A please indicate which recommendation(s) you are

providing feedback on:

Please tick which recommendations you are providing

feedback on

Recommendation 1

Recommendation 2

Recommendation 3

Recommendation 4

Recommendation 5

Recommendation 6

Recommendation 7

Recommendation 8

Recommendation 9

Recommendation 10

General Comments
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Part A
Feedback on Recommendations

Recommendation 1

We recommend that all political parties and the pub lic accept in advance the
recommendations of an impartial international panel of experts who should be
commissioned to deliver to the Northern Ireland pop ulation the configuration
of health and social care services commensurate wit h ensuring world-class
standards of care.

The Report states that ‘A proportion of poor quality, unsafe care occurs because
local hospital facilities in some parts of Northern Ireland cannot provide the level and
standard of care required to meet patients’ needs 24 hours a day, 7 days a week.
Proposals to close local hospitals tend to be met with public outrage, but this would
be turned on its head if it were properly explained that people were trading a degree
of geographical inconvenience against life and death. Finding a solution should be
above political self-interest.’

The process of creating these recommendations will entail Personal and Public
Involvement (PPI) on behalf of the panel and consultation with all relevant
stakeholders.

Q1. Do you agree that a panel of experts should be appo  inted to make
recommendations on the configuration of Health and Care services in Northern
Ireland? If so, should this panel be made up of int  ernational experts?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

In response to the Donaldson Report, the Patient and Client Council (PCC)
developed an engagement exercise with members of the public with the aim of
gathering views on the report and its recommendations. There were two key
engagement approaches focusing on (1) feedback from the public via the PCC
Membership scheme members and the PCC website and (2) views from PCC Local
Advisory Committee members. To collect views from Membership Scheme
members, the PCC included an article in the PCC Membership Scheme Updates
Newsletter, informing all members of ‘The Right Time, The Right Place’ report,
detailing its recommendations and asking for their views. In addition, views from
members of the public were requested via the PCC website. Through these
exercises, a total of 136 people responded with comments. Views from members of
the PCC Local Advisory Committees were also collected via a series of group
discussions. Given that total membership of the Local Advisory Committees at time
of reporting is 41 individuals, with a total of 136 comments via additional engagement
mechanisms, the PCC engaged with a total of 177 people. The findings from this
engagement exercise have helped to inform the Patient and Client Council’s
response to this consultation.

Given the nature of open responses received as part of our engagement exercise, it
has not always been possible to assign specific numbers to the qualitative data
outlined in this response. However, as a general guide the following definitions will
give the reader an indication of the frequency of occurrence of comments:

- ‘few’ = 10% of people or less

- ‘some’ = 11% to 25% of people;

- '‘many’ = 26% to 50% of people;






‘the majority’ = 51% to 75% of people; and,
- 'most’ = 76%+ of people.

Overall, 68% of membership scheme members who responded to the PCC
engagement exercise either ‘agreed or broadly agreed’ with the Donaldson
recommendations. They believed HSC has to change and are still supportive of the
Transforming Your Care (TYC) journey but impatient at the slowness of its
implementation.

In response to recommendation 1, evidence gathered by the PCC highlighted that
some people felt more effective leadership was necessary to make changes in
Health and Social Care (HSC). It was believed that the Donaldson Report was
necessary in order to get an external viewpoint on how HSC is run in Northern
Ireland. Hence, it was felt that recommendations should be implemented as
Donaldson is an “outsider” offering a different and valuable perspective on HSC.
Frustration was also expressed with how decisions are made in the current system.
For example, it was highlighted how the process for consulting on implementing
recommendations can take too long and can be expensive and time-consuming. In
this context, some people embraced the idea that key decisions in HSC should be
made by external experts.

However, whilst some people welcomed the idea of an international panel of experts
to be commissioned to recommend reconfiguration, others disagreed as they felt this
would be costly to implement and they would not be experts in Northern Ireland.
Indeed, it was believed that there are currently too many politicians, managers and
admin staff involved in HSC and the establishment of an international panel of
experts could add to what is perceived as a high level of bureaucracy already in
HSC.

Many people felt that there should be greater focus and investment in frontline staff
to deliver high quality care, rather than investment in experts. This view has also
been highlighted in the PCC’s recent work. Last year, the PCC conducted a study
(The People’s Priorities, 2014) to understand people’s views on future priorities for
Health and Social Care in Northern Ireland. A total of 1,080 members of the general
public in Northern Ireland completed a questionnaire which asked respondents to
identify their priorities for health and social care. These findings were used to identify
an overall top ten priority order, as these findings were most reflective of people from
across Northern Ireland. In particular, people’s top priority in HSC was frontline staff.
Evidence from this work highlighted that people wanted to see more investment in
frontline staff and improved health service management. In this context, the PCC'’s
engagement exercise on the Donaldson review highlighted that people believed there
should be less investment in experts and greater investment in ground level staff.






Q2. If such a panel is appointed, should political representatives have the final
say in accepting any recommendations?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Whilst some respondents in the PCC feedback on the Donaldson Report
engagement exercise believed politicians should have a chance to agree
recommendations of a new structure, others highlighted that people felt there were
too many politicians involved in HSC and this was preventing change. People who
expressed this view believed that some politicians are hesitant about making
unpopular decisions which may be needed within HSC. In particular, participants felt
that political influence is preventing change in HSC. A specific example was noted
from some people in relation to the total number of hospitals in Northern Ireland
versus the clinical need for these hospitals and it was believed that political agendas
were influencing and preventing tough decisions, which some people felt were
necessary, from being made. Indeed, a general view expressed in the PCC'’s
engagement exercise on the Donaldson Report from some was doubt that current
leadership in HSC could effectively implement these recommendations.

“How are all your recommendations going to happen? This is a small island
and if our politicians find it hard to agree what h ope for any of said
recommendations?” (PCC Feedback from the recommendations of the
Donaldson Report, membership scheme respondent)

“Great, but our politicians will go their own way.” (PCC Feedback from the
recommendations of the Donaldson Report, membership scheme respondent)

Hence, evidence gathered by the PCC indicated that some people had a lack of
confidence in current HSC leadership to make crucial changes. At times, people
believed HSC was used as a political weapon, and called for all parties to work
together to deliver a high quality HSC service in Northern Ireland.

“Current N.I. politicians do not have the collectiv e mutual capacity to come
together and guide and steer the N.I. health servic  e. Strategic development
should be taken out of their hands.”  (PCC Feedback from the
recommendations of the Donaldson Report, membership scheme respondent)

It was in this context that people called for action and not just words. Evidence
gathered by the PCC also indicated that most people believed key decisions in HSC
should be made by health professionals and patients, rather than politicians.

“Panels for health care should be made up from grou nd force people, ordinary
public, all aspects of the hospitals covered by rep resentatives - nurses,

doctors etc. | don't think MPs or government bodie s, who are just elected for a
few years, should have big impacts on how health sh ould be implemented,

they don't have the knowledge or the experience nec  essary to put the proper
work into action.” (PCC Feedback from the recommendations of the Donal  dson
Report, membership scheme respondent)

The PCC therefore notes that patients, clients and health professionals should have
a greater say in key decisions in HSC.






Q3. Are there alternative ways for Northern Ireland to determine a configuration
of health and social care services commensurate wit h ensuring world-class
standards of care?

If you consider there is, please complete the box below

Comments:

Generally speaking, the PCC’s engagement exercise highlighted that people
believed that more focus should be placed on frontline staff in HSC. This is further
supported in the PCC'’s recent work. As previously mentioned, The People’s
Priorities (2014) found that people’s top priority in HSC was frontline staff. For many
of those who prioritised health and social care staffing levels, the key issue was to
see more resources and funding going into frontline staffing and less spending on
managerial and administrative staff.

“Reduce top heavy management and invest more money in frontline and
community care staff.” (PCC People’s Priorities, female questionnaire
respondent, 55 - 64 years old)

It was also believed that panels of experts could prove costly. This is also
highlighted in the recent work of the PCC (The People’s Priorities, 2014) which has
identified that people believe money and resources are wasted across HSC each
year as services are not delivered in the most cost-effective or efficient way. In this
context, the PCC's feedback on the Donaldson review exercise highlighted that some
people felt that there should be less investment in experts, and a greater use of
patient and frontline staff views at ground level to guide and influence changes to
Health and Social Care.

“How much will the ‘panel of experts’ be paid? Why not ask the real experts —
patients?” (PCC Feedback from the recommendations of the Donal  dson
Report, membership scheme respondent)

“By fully engaging with patients and their families , much can be learnt.

Patients need to be involved and feel their voice ¢ an be heard.” (PCC Feedback
from the recommendations of the Donaldson Report, m embership scheme
respondent)

The PCC therefore suggests that the views of patients, along with frontline staff and
health professionals who work with patients and clients are often best placed to make
the decisions which are necessary to help deliver world-class standards of care in
Northern Ireland.

Whether or not an international panel of experts get engaged, the PCC welcomes
evidence based change. However, such evidence must be shared with the public to
ensure that they are involved in change and understand the need for it.






Recommendation 2

We recommend that the commissioning system in North ern Ireland should be
redesigned to make it simpler and more capable of r  eshaping services for the
future. A choice must be made to adopt a more sophi  sticated tariff system, or
to change the funding flow model altogether.

The Report states that ‘The provision of health and social care in

Northern Ireland is planned and funded through a process of commissioning that is
currently tightly centrally-controlled and based on a crude method of resource
allocation. This seems to have evolved without proper thought as to what would be
most effective and efficient for a population as small as Northern Ireland’s. Although
commissioning may seem like a behind-the-scenes management black box that the
public do not need to know about, quality of the commissioning process is a major
determinant of the quality of care that people ultimately receive.’

In response to this finding the Minister announced, on 27" January 2015, that
Departmental officials have been asked to undertake a review of the effectiveness of
existing commissioning arrangements. This is due to report in the summer of 2015.

Q1. Do you agree with this recommendation?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Whilst not all the people who provided feedback to us gave detailed views in relation
to this recommendation, a number of people noted to the PCC that they felt that there
needs to be a more effective commissioning system in Northern Ireland. It was felt
by some that the current commissioning system is ineffective and out dated. These
views are supported in recent work undertaken by the PCC. Specifically, last year
The People’s Priorities (PCC, 2014) sought to understand people’s views on future
priorities for Health and Social Care in Northern Ireland. Findings in this study
indicated that people were concerned about money and resources being wasted
across their health and social care services every year because they are not being
delivered in the most cost-effective or efficient way.

“Identify where spending will affect the greatest i mprovement in patient
outcomes.” (PCC People’s Priorities, male questionnaire respon  dent, 16-24
years old)

However, whilst there was some agreement that there needs to be changes to HSC
commissioning, there were questions from some people around this recommendation
on what it would mean for patients and clients. Many people queried what a new
system would look like and felt that implementing changes could be expensive. It is
therefore suggested that greater clarity as to how this recommendation would be
implemented and the benefits that changes would make to patients and clients need
to be more clearly articulated by the Health and Social Care system.
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Recommendation 3

We recommend that a new costed, timetabled implemen  tation plan for
Transforming Your Care should be produced quickly. We further recommend
that two projects with the potential to reduce the demand on hospital beds
should be launched immediately: the first, to creat e a greatly expanded role for
pharmacists; the second, to expand the role of para  medics in pre-hospital
care. Good work has already taken place in these ar  eas and more is planned,
but both offer substantial untapped potential, part icularly if front-line creativity
can be harnessed. We hope that the initiatives woul  d have high-level
leadership to ensure that all elements of the syste ~ m play their part.

The Report states that ‘The demands on hospital services in Northern Ireland are
excessive and not sustainable. This is a phenomenon that is occurring in other parts
of the United Kingdom. Although triggered by multiple factors, much of it has to do
with the increasing levels of frailty and multiple chronic diseases amongst older
people together with too many people using the hospital emergency department as
their first port of call for minor iliness. High-pressure hospital environments are
dangerous to patients and highly stressful for staff. The policy document
Transforming Your Care contains many of the right ideas for developing high quality
alternatives to hospital care but few believe it will ever be implemented or that the
necessary funding will flow to it. Damaging cynicism is becoming widespread.’

In his presentation to the Health Committee on 28 January 2015 Sir Liam stated that
he had highlighted paramedics and pharmacists as examples of areas where
innovations could take place to improve the quality of care whilst potentially releasing
some of the pressure on hospitals.

Existing Transforming Your Care documents, including the Vision to Action
Consultation and the Strategic Implementation Plan, can be found at
http://www.dhsspsni.gov.uk/index/tyc.htm

Q1. Do you agree with the recommendation for a new Tran  sforming Your Care
implementation plan?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Many people commented on this particular recommendation via the PCC
engagement exercise, highlighting in particular that more focus is needed on
Transforming Your Care (TYC). In principle, most people believed that TYC is good
but it needs to be implemented effectively. Generally speaking, there were queries
about why TYC has not been successfully implemented to date, and there were
some concerns expressed that this was due to an ineffective implementation plan
and a lack of funding.

“Transforming Your Care in principle is good but mo st people are aware that it
cannot be fully implemented without a major input o f resources.” (PCC
Feedback from the recommendations of the Donaldson Report, membership
scheme respondent)

Hence, it was believed by many that TYC is not working effectively. This view has
also been highlighted in the PCC’s recent work. The People’s Priorities (2014)
highlighted that people believed that there was inadequate funding for TYC. Whilst
there was acknowledgement that funding was being cut in hospitals, participants
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indicated that there was insufficient evidence to show this money had been re-
invested in community care.

“With TYC they are taking the money out of the hosp itals but | don't see the
benefit of community care...so | think TYC is not goi ng to work unless there is
community care and more money put in.” (PCC People’s Priorities, male focus
group participant, 65 years old or over)

As a result, many people believed that there should be greater investment in TYC.
Suggestions in the PCC feedback on the Donaldson Report included more focus on
frontline staff; increased GP opening hours; better training for professionals and
equal investment in the community. It was also noted that big decisions still need to
be made on, for instance, how many hospitals Northern Ireland needs in the future.
Some people in this engagement exercise believed that there are too many acute
hospitals in Northern Ireland but talk of closure results in public panic. On the other
hand, other people felt that hospital closures should not take place unless better
infrastructure was introduced. Nevertheless, despite different opinions people felt it
was imperative that any potential savings made through hospital closures should be
re-invested into the community. In general, it was believed that the effective
implementation of TYC would help alleviate some of the pressures placed on
frontline staff.

“If TYC is not placed successfully within the commu nity, then a feed down
approach from the hospitals and health care trusts and vice versa, will cause a
link in the chain to break, creating more demand an  d grid lock within the trusts
and imminent failure for all.”  (PCC Feedback from the recommendations of the
Donaldson Report, membership scheme respondent)

Overall, findings from this engagement exercise and the recent work of the PCC
have indicated that people are unhappy with the current provision of TYC. In this
context, some people felt that TYC should be abandoned until it has adequate
resources to be successfully implemented.

“TYC should be abandoned unless true financial comm itment to fund the
scheme is forthcoming.” (PCC Feedback from the recommendations of the
Donaldson Report, membership scheme respondent)

However, as many of the people that we have talked to in our work have broadly
been supportive of TYC as an approach to how HSC services should be provided in
the future, the PCC would be supportive of the introduction of a new costed,
timetabled implementation plan for Transforming Your Care.

“TYC should be progressed urgently with funding rea llocated to the
community sector.” (PCC Feedback from the recommendations of the
Donaldson Report, membership scheme respondent)
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Q2. Do you agree that alternative models of working for healthcare
professionals, including pharmacists and paramedics , Should be examined to
help address the pressure on hospital services? If so, which staff groups do
you feel could have an expanded role?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Findings from the PCC’s engagement exercise on the Donaldson Report indicated
broad agreement with expanding the role of pharmacists and paramedics. In
addition, other work of the PCC (The People’s Priorities 2014) found that A&E
services were a top priority for people, who wanted to see the improved delivery of
A&E services and a reduction in waiting times. It was in this context that some
people in the PCC’s engagement exercise felt that expanding the role of pharmacists
and paramedics would help reduce the demand on these services.

However, whilst many people agreed with expanding the role of pharmacists and
paramedics, others believed that paramedics and pharmacists can only do so much.
Generally, people felt that there was a lack of clarity and detail in the report,
particularly in relation to Transforming Your Care. Whilst the report suggested the
creation of an expanded role for pharmacists and paramedics, some people in this
engagement exercise noted that Donaldson does not state how this would
materialise. However, if implemented successfully, people believed this suggestion
may help alleviate some of the pressures placed on hospitals and frontline staff.

The PCC therefore suggests that there needs to be greater clarity on what is
precisely meant in terms of expanding the role of pharmacists and paramedics and
how exactly this would be implemented, as this may help alleviate some of the
pressures on frontline staff and hospitals which, as previously highlighted, is
something which the PCC has consistently found in our recent work as a concern for
people.
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Recommendation 4

We recommend that a programme should be established to give people with
long-term illnesses the skills to manage their own conditions. The programme
should be properly organised with a small full-time coordinating staff. It should
develop metrics to ensure that quality, outcomes an d experience are properly
monitored. It should be piloted in one disease area to begin with. It should be
overseen by the Long Term Conditions Alliance.

The Report states that ‘Many people in Northern Ireland are spending years of their
lives with one or more chronic diseases. How these are managed determines how
long they will live, whether they will continue to work, what disabling complications
they will develop, and the quality of their life. Too many such people are passive
recipients of care. They are defined by their illness and not as people. Priority tends
to go to some diseases, like cancer and diabetes, and not to others where provision
remains inadequate and fragmented. Quality of care, outcome and patient
experience vary greatly. Initiatives elsewhere show that if people are given the skills
to manage their own condition they are empowered, feel in control and make much
more effective use of services.’

The Department launched a policy framework for long term conditions — Living With
Long Term Conditions — in April 2012. The Public Health Agency chairs a Regional
Implementation Group, which includes representatives from the Long Term
Conditions Alliance and other key stakeholders, which is overseeing the development
of an action plan on long term conditions. This will include consideration of key
metrics.

The Living with Long Term Conditions document can be accessed at:
http://www.dhsspsni.gov.uk/long-term-condition.htm

This supports the delivery of the Programme for Government which makes a
commitment to enrol people who have a long-term (chronic) condition, and who want
to be enrolled, in a dedicated chronic condition management programme. Between
2011/12 — 2012/13 there was a 13% increase in the number of people enrolled in
such programmes and a 25% increase in the frequency of such programmes.

Q1. Do you agree with the proposed focus on enablin g people with long term
conditions with the skills to manage their conditio ns?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Generally speaking, evidence gathered by the PCC through the Donaldson
engagement exercise indicated that people believed patients should manage their
own conditions where it is possible for them to do so. It was also highlighted that this
is something some people already do successfully. This is further supported by the
PCC report ‘The Painful Truth’ (2014). This study aimed to capture people’s
experience of services provided for the treatment and support of those living with
long-term chronic pain, capturing the personal impact that pain has had on people’s
lives. The data collected and presented in this report represented the views of over
2,500 people (2,459 people completed a questionnaire and 61 people participated in
focus group discussions) in Northern Ireland who live with long-term pain. Some
people felt that conventional medication did not work for them and talked about the
many ways in which they had learned to self-manage their pain including; relaxation
techniques, pacing exercises, changing diet, self-hypnosis, using hobbies or word
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puzzles as a distraction, learning about their own condition, mindfulness, meditation,
determination, and adopting a positive attitude.

“I have taught myself to focus on things beyond my pain such as mental
arithmetic, word games, word patterns.” (PCC respondent, The Painful Truth)

Findings from this study highlight the positive role self-management can have for
people with long-term ilinesses. This view is further supported in other work of the
PCC. For instance, the PCC conducted a study (Views on Telemonitoring Services.
A summary of experiences of nine people, April 2014) to understand the experiences
of people who use telemonitoring services to monitor a range of long term conditions
including diabetes, COPD and CHD. A series of in depth interviews were undertaken
with patients who have used or are currently using telemonitoring services. The
people that we talked to in the PCC Telemonitoring Services study reported that the
health technologies that they used had a positive impact on their ability to understand
and self-manage their long term conditions with confidence.

“It gives me knowledge of my own condition and lets me know what to keep
my eye on...It also makes me feel more involved.” (PCC Telemonitoring Study
participant, male, 45-55 years, COPD)

“Although | am the patient this also makes me part of the medical team, it
makes you feel involved in your own wellbeing rathe r than putting
responsibility on the hospital.”  (PCC Telemonitoring Study participant, male,
65-75 years, Type 2 diabetes)

These examples indicate the positive impact self-management has had for
individuals. However, it was also noted that self-management of chronic conditions
would not be suitable for all patients and some may need more support than others.
Evidence gathered through the PCC Feedback on the recommendations of the
Donaldson Report suggested that many people would still need professional contact
when self-managing their own conditions. This view has also been reported in our
recent work. Indeed, findings from The Painful Truth (2014) indicated that some
participants were disappointed at the lack of advice and information they received
from their GP and other health care professionals on how to manage their symptoms
on a day to day basis. A few people noted the complete lack of any treatment plan or
interest on behalf of their GP in helping the patient control their pain. This lack of
action and ‘nothing can be done’ attitude of some GPs and health professionals was
frustrating for people.

“No one doctor took responsibility for managing / ¢ ontacting / assisting me
with how | was coping with my condition - It has be en left up to me to manage
pain and contact my GP when required.”  (PCC, The Painful Truth respondent)

This suggests that self-management may not always work for people. On occasions,
this may be because there is inadequate support within the process. Recent work by
the PCC (The Painful Truth 2014 / Views on Telemonitoring Services 2014) has
highlighted how adequate support in self-managing conditions can provide
reassurance and peace of mind, for both patients and their family, from knowing that
their condition was being closely monitored by a team of health professionals who
informed them if anything was wrong.

“It has helped improve my quality of care and manag ing my own condition. I'm
very glad it is there for me. It keeps you right an  d lets you get in touch with
medical people very quick, quicker than normal. The re’s a team out in Newry
and if there was an actual problem they would be he  re the same day. | would
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have to wait two weeks to go see my GP...lt gets mei n touch with someone
who knows what they are talking about.” (PCC Telemonitoring Study
participant, male, 55-65 years, COPD)

“GP's physical support (medicine) emotional support (longer appointments
and listening) and mental support (anti-depressants , listening and helping me
learn meditation).” (PCC, The Painful Truth respondent)

These examples highlight that, whilst self-management of conditions can have a
positive impact on individuals, sufficient support needs to be in place to ensure the
continued provision of high quality care.

The PCC is therefore supportive of this recommendation to give people with long-
term illnesses the skills to manage their own conditions. However, the PCC notes
that adequate resources from HSC are needed to enable people to be fully supported
in this process.
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Recommendation 5

We recommend that the regulatory function is more f ully developed on the
healthcare side of services in Northern Ireland. Ro  utine inspections, some
unannounced, should take place focusing on the area s of patient safety,

clinical effectiveness, patient experience, clinica | governance arrangements,
and leadership. We suggest that extending the role of the Regulation and
Quality Improvement Authority is tested against the option of outsourcing this

function (for example, to Healthcare Improvement Sc  otland, the Scottish
regulator). The latter option would take account of the relatively small size of
Northern Ireland and bring in good opportunities fo r benchmarking. We further
recommend that the Regulation and Quality Improveme nt Authority should
review the current policy on whistleblowing and pro vide advice to the Minister.

The Report states that ‘The regulation of care is a very important part of assuring
standards, quality and safety in many other jurisdictions. The Review Team was
puzzled that the regulator in Northern Ireland, the Regulation and Quality
Improvement Authority, was not mentioned spontaneously in most of the discussions
with other groups and organisations. The Authority has a greater role in social care
than in health care. It does not register, or really regulate, the Trusts that provide the
majority of healthcare and a lot of social care. This light touch role seems very out of
keeping with the positioning of health regulators elsewhere that play a much wider
role and help support public accountability. The Minister for Health, Social Services
and Patient Safety has already asked that the regulator start unannounced
inspections of acute hospitals from 2015, but these plans are relatively limited in
extent.’

In response to this recommendation the Minister announced, on 27" January, that he
was seeking to speed up the roll out of unannounced inspections in acute hospitals,
and that the 2003 Quiality, Improvement and Regulation Order would be reviewed
with a view to introducing a stronger system of regulation of acute health care
providers. That announcement also advised that proposals would be submitted to the
Executive for changes to the existing system of regulation of non-acute services.

More information on the role of RQIA and regulation can be found at www.rgia.org.uk

He also announced that a review of the operation of whistleblowing in health and
social care bodies would be undertaken with recommendations on how to improve its
effectiveness.

Q1. Do you agree that the regulatory role of RQIA's  hould be expanded to focus

more upon the services delivered by acute hospitals in Northern Ireland?
Strongly agree Agree Neither Disagree Strongly disagree
Comments:

In general, feedback from the PCC engagement exercise on the Donaldson Report
highlighted the need for some improvements to regulation. Specifically, people felt
that the role of RQIA could be strengthened and there should be more unannounced,
regular inspections and that this may help improve the overall quality of care in HSC.
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Q2. Do you agree that the functions of RQIA should be tested against the
option of outsourcing this function?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Feedback via the PCC engagement exercise on the Donaldson Report did not
provide specific, detailed opinions in relation to this proposal, therefore the Patient
and Client Council does not provide a view on this area.

Q3. Do you agree that the current policy on whistle  blowing needs to be
examined? If yes, are there any comments you wisht o make on how the review
is conducted or its scope?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

In general, findings from the PCC engagement exercise on the Donaldson Report
highlighted that there was a need for greater protection for whistle-blowers. The
PCC is therefore supportive of a review of the current policy on whistleblowing, to
ensure adequate protection in this context.
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Recommendation 6

We recommend that the system of Serious Adverse Inc  ident and Adverse
Incident reporting should be retained with the foll owing modifications:

» deaths of children from natural causes should not b e classified as Serious
Adverse Incidents;

« there should be consultation with those working in the mental health field to
make sensible changes to the rules and timescales f  or investigating incidents
involving the care of mental health patients;

* a clear policy and some re-shaping of the system of Adverse Incident
reporting should be introduced so that the lessons emanating from cases of
less serious harm can be used for systemic strength ening (the Review Team
strongly warns against uncritical adoption of the N ational Reporting and
Learning System for England and Wales that has seri  ous weaknesses);

* a duty of candour should be introduced in Northern Ireland consistent with
similar action in other parts of the United Kingdom ;

* a limited list of Never Events should be created

* a portal for patients to make incident reports shou Id be created and
publicised

» other proposed modifications and developments shoul d be considered in the
context of Recommendation 7.

The Report states that ‘The system of incident reporting within health and social care
in Northern Ireland is an important element of the framework for assuring and
improving the safety of care of patients and clients. The way in which it works is
falling well below its potential for the many reasons explained in this report. Most
importantly, the scale of successful reduction of risk flowing from analysis and
investigation of incidents is too small.’

The Minister has announced that he will be instructing the HSCB and PHA to
prioritise changes to the Serious Adverse Incident (SAI) system. He has also
announced that a Never Events list will be developed for Northern Ireland and that he
is beginning the process for creating a statutory duty of candour Northern Ireland.

An Adverse Incident is defined as ‘Any event or circumstances that could have or did
lead to harm, loss or damage to people, property, environment or reputation.’
Particular criteria will then be used to determine whether an adverse incident
constitutes a Serious Adverse Incident (SAI). More information on the background
and procedure for the management of SAls can be found at:
http://www.dhsspsni.gov.uk/saibackground

Never Events are a sub-set of Serious Incidents and are defined as ‘serious, largely
preventable patient safety incidents that should not occur if the available preventative
measures have been implemented by healthcare providers. For more information
about the system of Never Events in England, please see:
http://www.england.nhs.uk/ourwork/patientsafety/never-events/
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Q1. Do you agree with the proposed changestothe S erious Adverse System (SAl)
in Northern Ireland?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

With regards to this recommendation, people in the PCC’s engagement exercise
highlighted that they had difficulty understanding some of the terminology used in the
report in particular around this recommendation.

“As a non-medical participant of the Patient and ClI ient Council, | found some
of the wording of the recommendations difficult to understand. Some of the
terms meant nothing to me: cadre of leaders; valid metrics; adverse incidents,
never events, for example.” (PCC Feedback from the recommendations of the
Donaldson Report, membership scheme respondent)

From our feedback exercise, people gave a number of general comments in relation

to reporting of incidents, as detailed below:

» ltis important that there is learning from incidents to avoid further incidents in the
future;

» Staff should be supported to report incidents; and

* There needs to be quicker resolution for people who have a complaint or suffered
harm in the system.

Q2. Do you agree with the creation of a list of Nev  er Events for Northern
Ireland? If so, what do you consider as Never Event  s?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

See above comments, Rec 6 Q1.
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Q3. Do you agree with the introduction of a Duty of Candour in Northern
Ireland?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

In October 2014, the PCC held a Patient Safety Conference. The aim of the
conference was to initiate a dialogue on priorities for patient safety among HSC
service users. The conference also aimed more generally to highlight awareness of
patient safety (and other related) issues for members of the public.

The conference included a number of exercises to gather views from people who
were present. These exercises were:

* A guantitative instant feedback polling exercise asking people a series of
multiple response questions to get their views on issues in relation to patient
safety.

» Two small group, facilitated sessions with moderators asking a series of open
guestions to delegates.

A total of 83 delegates took part in the polling exercise. Specifically, the PCC asked
attendees their views on the Duty of Candour. Most respondents felt that Duty of
Candour being a legal obligation would help to promote both openness and
transparency in Health and Social Care (80.6%) and a culture of learning for
healthcare professionals (78.8%).

During facilitated sessions, it was evident that most delegates believed that honesty
is essential to quality healthcare, especially if there has been a serious adverse
incident. Duty of candour was seen as something that facilitates openness by
making it a statutory requirement. Candour is vital and the legal backing is needed to
ensure that staff and organisations are honest when things go wrong. Indeed, some
delegates were surprised that a legal ‘duty of candour’ or similar was not already in
place. In this context, several groups agreed that the duty of candour was the most
important thing that had to happen to improve safety, openness and transparency. It
was believed that, if a statutory duty of candour was in place, it could improve the
entire system.

The PCC therefore suggests that the introduction of a statutory Duty of Candour for
HSC organisations has the potential to be welcomed by the public and be seen as a
mechanism for helping to promote transparency and openness across Health and
Social Care.
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Recommendation 7

We recommend the establishment of a Northern Irelan  d Institute for Patient
Safety, whose functions would include:

e carrying out analyses of reported incidents, in agg regate, to identify systemic
weaknesses and scope for improvement;

* improving the reporting process to address under-re porting and introducing
modern technology to make it easier for staff to re port, and to facilitate

analysis;

* instigating periodic audits of Serious Adverse Inci dents to ensure that all
appropriate cases are being referred to the Coroner

« facilitating the investigation of Serious Adverse | ncidents to enhance
understanding of their causation;

* bringing wider scientific disciplines such as human factors, design and
technology into the formulation of solutions to pro blems identified through

analysis of incidents;

» developing valid metrics to monitor progress and co mpare performance in
patient safety;

* analysing adverse incidents on a sampling basis to enhance learning from
less severe events;

» giving front-line staff skills in recognising sourc es of unsafe care and the
improvement tools to reduce risks;

« fully engaging with patients and families to involv e them as champions in the
Northern Ireland patient safety program, including curating a library of patient
stories for use in educational and staff induction programmes;

* creating a cadre of leaders in patient safety acros s the whole health and
social care system;

* initiating a major programme to build safety resili ence into the health and
social care system.

The Report states that ‘There is currently a complex interweaving of responsibilities
for patient safety amongst the central bodies responsible for the health and social
care system in Northern Ireland. The Department of Health, Social Services and
Public Safety, the Health and Social Care Board, and the Regulation and Quality
Improvement Authority all play a part in: receiving Serious Adverse Incident Reports,
analysing them, over-riding local judgments on designation of incidents, requiring and
overseeing investigation, auditing action, summarising learning, monitoring progress,
issuing alerts, summoning-in outside experts, establishing inquiries, checking-up on
implementation of inquiry reports, declaring priorities for action, and various other
functions. The respective roles of the Health and Social Care Board and the Public
Health Agency are clearly specified in legal regulations but seem very odd to the
outsider. The Department of Health, Social Services and Public Safety’s role on
paper is limited to policy-making but, in practice, steps in regularly on various aspects
of quality and safety. We believe action is imperative for two reasons: firstly, the
present central arrangements are byzantine and confusing; secondly, the
overwhelming need is for development of the present system to make it much more
successful in bringing about improvement. Currently, almost all the activities
(including those listed above) are orientated to performance management not
development. There is a big space for a creative, positive and enhancing role.’
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Q1. Do you agree that a National Institute for Pati  ent Safety should be introduced in
Northern Ireland?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Findings from the PCC Feedback on the Donaldson review highlighted that patient
safety is a top priority. It was suggested by some that the creation of a National
Institute for Patient Safety may make reporting incidents less stressful and easier and
that change is needed to the current system. A small number of people in the PCC
feedback exercise felt however that there was no need to set up a new committee as
this may add to what people felt to be too many bureaucratic structures within HSC.

This recommendation also suggested that it would be necessary to engage with
patients and families to involve them in the Northern Ireland patient safety system.
One of the main findings from the PCC’s engagement exercise on the Donaldson
Report called for a greater patient voice in HSC. The PCC'’s Patient Safety
Conference in October 2014 also highlighted that the majority of delegates agreed
that patients should have a role in ensuring that their care is safe. It was believed
this would encourage a more open and transparent HSC. It is therefore suggested
that proposed changes in relation to this area are made with patients and clients at
the heart of the decision making process.

Q2. Do you agree with the suggested functions which should be included?
Do you feel there are additional functions relevan  t to the proposed institute?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Feedback via the PCC engagement exercise on the Donaldson Report did not
provide specific, detailed opinion in relation to this proposal, therefore the Patient and
Client Council does not provide a view on this area.
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Recommendation 8

We recommend the establishment of a small number of systems metrics that
can be aggregated and disaggregated from the region  al level down to

individual service level for the Northern Ireland h ealth and social care system.
The measures should be those used in validated prog rammes in North America
(where there is a much longer tradition of doing th is) so that regular
benchmarking can take place. We further recommendt  hat a clinical leadership
academy is established in Northern Ireland and that all clinical staff pass
through it.

The Report states that ‘The Northern Ireland Health and Social Care system has no
consistent method for the regular assessment of its performance on quality and
safety at regional-level, Trust-level, clinical service-level, and individual doctor-level.
This is in contrast to the best systems in the world. The Review Team is familiar with
the Cleveland Clinic. That service operates by managing and rewarding performance
based on clinically-relevant metrics covering areas of safety, quality and patient
experience. This is strongly linked to standard pathways of care where outcome is
variable or where there are high risks in a process.’

Q1. Do you agree that systems metrics should be in  troduced so that regular
benchmarking can take place from regional level dow n to individual service level?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

In general, whilst it was believed by some that the introduction of systems metrics
would be costly, it was highlighted in the PCC Feedback from the Donaldson Report
engagement exercise that this could help improve the standards across HSC in the
future. It was felt by a small number of people that regular benchmarking with other
countries, or areas which are similar to Northern Ireland, could also prove useful.
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Q2. Do you agree with the establishment of a Clinic  al Leadership Academy in
Northern Ireland?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Feedback via the PCC engagement exercise on the Donaldson Report did not
provide specific, detailed opinion in relation to this proposal, therefore the Patient and
Client Council does not provide a view on this area.
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Recommendation 9

We recommend that a small Technology Hub is establi  shed to identify the best
technological innovations that are enhancing the qu ality and safety of care
around the world and to make proposals for adoption in Northern Ireland. It is
important that this idea is developed carefully. Th e Technology Hub should not
deal primarily with hardware and software companies that are selling products.
The emphasis should be on identifying technologies that are in established
use, delivering proven benefits, and are highly val ued by management and
clinical staff in the organisations concerned. They should be replicable at
Northern Ireland-scale. The overall aim of thisrec ~ ommendation is to put the
Northern Ireland health and social care system in a position where it has the
best technology and innovation from all corners of the world and is recognised
as the most advanced in Europe.

The report states that ‘The potential for information and digital technology to
revolutionise healthcare is enormous. Its impact on some of the longstanding quality
and safety problems of health systems around the world is already becoming evident
in leading edge organisations. These developments include: the electronic medical
record, electronic prescribing systems for medication, automated monitoring of
acutely ill patients, robotic surgery, smartphone applications to manage workload in
hospitals at night, near-patient diagnostics in primary care, simulation training,
incident reporting and analysis on mobile devices, extraction of real-time information
to assess and monitor service performance, advanced telemedicine, and even smart
kitchens and talking walls in dwellings adapted for people with dementia. There is no
organised approach to seeking out and making maximum use of technology in the
Northern Ireland care system. There is evidence of individual Trusts making their
own way forward on some technological fronts, but this uncoordinated development
is inappropriate - the size of Northern Ireland is such that there should be one clear,
unified approach.’

Q1. Do you agree that Northern Ireland should seek to put itself in a position
where it has the best technology and innovation fro m all corners of the world and
is recognised as the best in Europe? Should this in clude the development of a

technology hub to identify the best technological i nnovations?
Strongly agree Agree Neither Disagree Strongly disagree
Comments:

Generally speaking, evidence gathered through the PCC’s feedback on the
Donaldson review highlighted that many people believed the use of new technology,
whilst sometimes costly to initially roll-out, is very important and could help improve
treatment and care across the health and social care system in Northern Ireland. It
was also felt that the development of a new technological hub could help identify the
next technical innovations which would help enhance the quality and safety of patient
care. Views expressed in the recent work of the PCC (Views on Telemonitoring
Services. A summary of experiences of nine people, April 2014) have also
highlighted the positive role the introduction of technology has had for people, where
it is supported by committed and caring health and social care staff. Consequently,
the people that we talked to in the PCC Telemonitoring Services study reported that
the health technologies that they used had a positive impact on their ability to
understand and self-manage their long term conditions with confidence.

The PCC therefore welcomes intelligent use of new technology to improve patient
experience whether better/faster diagnostics, decreased need for travel and hospital
admission, or simply easier access to appointments at local or regional service
centres.
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Recommendation 10

We recommend a number of measures to strengthen the patient voice:
» more independence should be introduced into the com plaints process; whilst

all efforts should be made to resolve a complaint | ocally, patients or their
families should be able to refer their complaint to an independent service. This
would look again at the substance of the complaint, and use its good offices to

bring the parties together to seek resolution. The Ombudsman would be the
third stage and it is hoped that changes to legisla  tion would allow his reports
to be made public;

* the board of the Patients and Client Council should be reconstituted to
include a higher proportion of current or former pa tients or clients of the
Northern Ireland health and social care system;

« the Patients and Client Council should have a revis  ed constitution making it
more independent;

* the organisations representing patients and clients with chronic diseases in
Northern Ireland should be given a more powerful an  d formal role within the
commissioning process, the precise mechanism to be determined by the

Department of Health, Social Services and Public Sa  fety;

« one of the validated patient experience surveys use  d by the Centers for
Medicare and Medicaid Services in the USA (with min  or modification to the
Northern Ireland context) to rate hospitals and all  ocate resources should be
carried out annually in Northern Ireland; the resul ting data should be used to
improve services, and assess progress. Finally and importantly, the survey
results should be used in the funding formula for r esource allocation to
organisations and as part of the remuneration of st aff (the mechanisms to be
devised and piloted by the Department of Health, So  cial Services, and Public
Safety).

The Report states that ‘In the last decade, policy-makers in health and social care
systems around the world have given increasing emphasis to the role of patients and
family members in the wider aspects of planning and delivering services. External
reviews — such as the Berwick Report in England - have expressed concern that
patients and families are not empowered in the system. Various approaches have
been taken worldwide to address concerns like these. Sometimes this has been
through system features such as choice and personally-held budgets, sometimes
through greater engagement in fields like incident investigation, sometimes through
user experience surveys and focus groups, and sometimes through direct
involvement in the governance structures of institutions. In the USA, patient
experience data now forms part of the way that hospitals are paid and in some it
determines part of the remuneration of individuals. This change catalysed the
centrality of patients to the healthcare system in swathes of North America.
Observers say that the big difference was when dollars were linked to the voice of
patients. Northern Ireland has done some good work in the field of patient
engagement, in particular the requirement to involve patients and families in Serious
Adverse Incident investigation, the 10,000 voices initiative, in the field of mental
health and in many aspects of social care. Looked at in the round, though patients
and families have a much weaker voice in shaping the delivery and improvement of
care than is the case in the best healthcare systems of the world.’

The Minister has announced that a framework to strengthen the voice of patients at

every level will be designed applying the best available worldwide evidence on
measuring patient/client experience.
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Q1. If you are unhappy with the response of acare  provider regarding your care,
do you agree that the substance of it should be loo ked at by people who are
genuinely independent?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

It is important that patients and the public have confidence in the complaints process
and increased transparency through an approach which is viewed as independent
could help promote this.

Delegates at the PCC’s Patient Safety Conference (2014) talked about the
importance of a complaints advocacy service within Health and Social Care which is
viewed as providing advice which is independent, impartial and supportive of client
needs. It was noted by some delegates at the conference that they felt the PCC
Complaints Support Service is a good example of this type of service.

Q2. Do you agree with the proposed changes to the P atient and Client Council?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Fewer respondents in the PCC engagement exercise provided comments in relation
to this recommendation in comparison with others, such as the need to implement
Transforming Your Care. However, for those that did, a few people were supportive
of the suggestion that the PCC Board could be reconstituted to include a higher
proportion of current / former patients as it could give patients the chance to express
their thoughts and opinions. However, it was also queried what exactly this would
mean and look like. It was suggested that more information surrounding this idea
would be useful.

Some respondents did embrace the aspects of a changing role for the Patient and
Client Council. In relation to recommendation 7, which called for the establishment of
a new Institute for Patient Safety, one respondent suggested this was not necessary,
but could be incorporated into the role of the Patient and Client Council.

“No need to set up a new body. This could come und  er the Patient and Client
Council with appropriate training and some input fr om an independent
source.” (PCC Feedback on the Donaldson Report, membership s  cheme
respondent)

Q3. Do you agree that the organisations representin g patients and clients with
chronic diseases should be given a more powerful an d formal role within the
commissioning process? If so, do you have any comme nts on how this could
be best achieved?

Strongly agree Agree Neither Disagree Strongly disagree
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Comments:

Generally speaking, many people were supportive of a continued strengthening of
the patient voice.

“A stronger patient voice should be encouraged in a Il settings.” (PCC
Feedback on the Donaldson Report, membership scheme respondent)

Some participants expressed dissatisfaction that patients views are not always
listened to by professionals.

“Recommendation 10 is vital, patients are put into working groups in name
only. This needs to change. Their views needtob e valued and services need
to be shaped to meet their needs.” (PCC Feedback on the Donaldson Report,
membership scheme respondent)

As noted in our response to recommendation 2, evidence gathered by the PCC
broadly indicated that some people believed there should be a more effective
commissioning system. The incorporation of organisations representing patients and
clients may enable the patient voice to help influence and shape decisions. Given
people’s views in relation to this proposal, the PCC is therefore supportive of giving
organisations representing patients and clients with chronic diseases a more
powerful and formal role within the commissioning process, as a mechanism for
incorporating the patient voice into HSC.

Q4. Do you agree that patient experience surveys sh  ould be used to rate
hospitals and allocate resources accordingly?

Strongly agree Agree Neither Disagree Strongly disagree

Comments:

Whilst few people spoke specifically about incorporating patient experience surveys
to rate hospitals and the allocation of resources, evidence gathered highlighted that
some people felt a greater patient voice is needed in HSC.

“This is vital - the patients' voices must be listen ed to and acted upon. " (PCC
Feedback on the Donaldson Report, membership scheme respondent)

Some respondents expressed dissatisfaction that patients views are not always
listened to by professionals. Additionally, other respondents argued that there should
be less investment in experts, and a greater use of patient views at ground level in
order to make changes to Health and Social Care, as highlighted in our response to
recommendation 1.

“By fully engaging with patients and their families, much can be learnt.
Patients need to be involved and feel their voice ¢ an be heard. ” (PCC Feedback
on the Donaldson Report, membership scheme responde nt)

Delegates at the PCC'’s Patient Safety Conference (October 2014) also believed that
one of the best ways for patients to be involved in HSC is to raise any issues or
concerns they have or give feedback on the care they have received. However,
people felt they needed more advice, information and education to be able to do this.
In this context, delegates felt that there should be a proactive approach within
services to collecting feedback and patients should be given regular opportunities to
suggest improvements. It was also suggested that this process should be
anonymous as some people may fear that their feedback would affect their future
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care.

The development of a patient feedback system is something the PCC has
championed for the past three years. The PCC has been working with the 6 HSC
Trusts, the HSC Board and the Public Health Agency to procure and implement a
Northern Ireland wide system for all HSC services so that patients, clients, carers
and families can give online feedback to all HSC providers. The PCC has engaged
with a wide variety of service user groups across Northern Ireland, running 13 focus
groups in the summer of 2013, where service users were unanimous that a system
such as this would add great value to HSC as this would give service users a ‘voice’
to speak to HSC organisations. It was believed that a system like this will make it
easier to gather people’s personal views of their care and will instil confidence in
service users and the wider public that HSC organisations are genuinely listening to
and acting on their feedback. It was not noted in these discussions however if
people felt that such a system could or should be used to allocate resources, or that
this would be an approach welcomed by the public in general. Therefore, further
consideration on the appropriateness of such a system as a means for resource
allocation would need to take place.

The PCC is naturally supportive of this recommendation which gives patients the
opportunity to contribute and have their voices heard in HSC and that a range of
mechanisms, including a dedicated feedback system, in addition to more traditional
approaches, such as patient surveys should be considered to embed the importance
of measuring patient experience throughout the Health and Social Care system.

General Comments

Please use the box below to insert any general comments you would like to make in
relation to the recommendation from the Donaldson Report.

Comments:

In general, the people who contributed to the PCC’s engagement exercise on
feedback on the Donaldson Report welcomed the report recommendations.
However, a general theme raised in this engagement exercise was scepticism
around the implementation of the recommendations made in ‘The Right Time, The
Right Place’. In particular, respondents questioned whether there would be sufficient
funding to support change. In addition, some respondents felt that a clear
implementation strategy and effective Health and Social Care leadership was
necessary so that these recommendations would become reality. As a result,
respondents called for swift action, noting that these recommendations were overdue
and emphasis should now be placed on action.

“It's action not words that all patients want to se e. For too long we have
listened to promise after promise — but little or n o actions.” (PCC Feedback
from the recommendations of the Donaldson Report, m embership scheme
respondent)
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Part B
Equality Implications

Section 75 of the Northern Ireland Act 1998 requires the Department to “have due
regard” to the need to promote equality of opportunity between persons of different
religious belief, political opinion, racial group, age, marital status or sexual
orientation; between men and women generally; between persons with a disability
and persons without; and between persons with dependants and persons
without. The Department is also required to “have regard” to the desirability of
promoting good relations between persons of a different religious belief, political
opinion or racial group.

The Department has also embarked on an equality screening exercise to determine if
any of these recommendations are likely to have a differential impact on equality of
opportunity for any of the Section 75 groups. We invite you to consider the
recommendations from a section 75 perspective by considering and answering the
guestions below. Answering these questions will contribute to the completion of the
Department's Screening template and the screening outcome.

Q1. Are the actions/proposals set out in this consultation document likely to have an
adverse impact on any of the nine equality groups identified under Section 75 of the
Northern Ireland Act 19987 If yes, please state the group or groups and provide
comment on how these adverse impacts could be reduced or alleviated in the
proposals.

Yes [ | No [ |

Comments:

The Patient and Client Council does not provide a view on this area.
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Q2. Are you aware of any indication or evidence — qualitative or quantitative — that
the actions/proposals set out in this consultation document may have an adverse
impact on equality of opportunity or on good relations? If yes, please give details and
comment on what you think should be added or removed to alleviate the adverse
impact.

Yes [ ] No [ |

Comments:

The Patient and Client Council does not provide a view on this area.

Q3. Is there an opportunity to better promote equality of opportunity or good
relations? If yes, please give details as to how.

Yes [ ] No [ |

Comments:

The Patient and Client Council does not provide a view on this area.
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Q4. Are there any aspects of these recommendations where potential human rights
violations may occur?

Yes [ ] No [ |

Comments:

The Patient and Client Council does not provide a view on this area.

Please return your response questionnaire.
Responses must be received no later than 22 May 201 5
Thank you for your comments.
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Appendix 1

FREEDOM OF INFORMATION ACT 2000 — CONFIDENTIALITY OF
CONSULTATIONS

The Department will publish a summary of responses following completion of the
consultation process. Your response, and all other responses to the consultation,
may be disclosed on request. The Department can only refuse to disclose
information in exceptional circumstances. Before you submit your response, please
read the paragraphs below on the confidentiality of consultations and they will give
you guidance on the legal position about any information given by you in response to

this consultation.

The Freedom of Information Act gives the public a right of access to any information
held by a public authority, namely, the Department in this case. This right of access
to information includes information provided in response to a consultation. The
Department cannot automatically consider as confidential information supplied to it in
response to a consultation. However, it does have the responsibility to decide
whether any information provided by you in response to this consultation, including

information about your identity should be made public or be treated as confidential.

This means that information provided by you in response to the consultation is
unlikely to be treated as confidential, except in very particular circumstances. The

Lord Chancellor's Code of Practice on the Freedom of Information Act provides that:

» the Department should only accept information from third parties in
confidence if it is necessary to obtain that information in connection with the
exercise of any of the Department’s functions and it would not otherwise be

provided

» the Department should not agree to hold information received from third

parties “in confidence” which is not confidential in nature

» acceptance by the Department of confidentiality provisions must be for good

reasons, capable of being justified to the Information Commissioner

For further information about confidentiality of responses please contact the
Information Commissioner’s Office (or see web site at:

http://www.informationcommissioner.qov.uk/ ).
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1.0 Introduction

‘The Right Time, The Right Place’ report was published on Tuesday 27" January 2015. The focus of
the report was a review of the Health and Social Care system in Northern Ireland to examine the
arrangements for assuring and improving the quality and safety of care, to assess their strengths
and weaknesses and to make proposals to strengthen them.

The report outlines a series of 10 recommendations which are summarised below.

1.1 ‘The Right Time, The Right Place’ - Recommendations

Recommendation 1: Coming together for world-class care

We recommend that all political parties and the public accept, in advance, the recommendations of
an impartial international panel of experts who should be commissioned to deliver to the Northern

Ireland population the configuration of health and social care services commensurate with ensuring
world-class standards of care.

Recommendation 2: Strengthened commissioning

We recommend that the commissioning system in Northern Ireland should be redesigned to make
it simpler and more capable of reshaping services for the future. A choice must be made to adopt a
more sophisticated tariff system, or to change the funding flow model altogether.

Recommendation 3: Transforming Your Care - action not words

We recommend that a new costed, timetabled implementation plan for Transforming Your Care
should be produced quickly. We further recommend that two projects with the potential to

reduce the demand on hospital beds should be launched immediately: the first, to create a greatly
expanded role for pharmacists; the second, to expand the role of paramedics in pre-hospital care.
Good work has already taken place in these areas and more is planned, but both offer substantial
untapped potential, particularly if front-line creativity can be harnessed. We hope that the initiatives
would have high-level leadership to ensure that all elements of the system play their part.

Recommendation 4: Self-management of chronic disease

We recommend that a programme should be established to give people with long-term illnesses
the skills to manage their own conditions. The programme should be properly organised with a
small full-time coordinating staff. It should develop metrics to ensure that quality, outcomes and
experience are properly monitored. It should be piloted in one disease area to begin with. It should
be overseen by the Long Term Conditions Alliance.

Recommendation 5: Better regulation

We recommend that the regulatory function is more fully developed on the healthcare side of
services in Northern Ireland. Routine inspections, some unannounced, should take place focusing
on the areas of patient safety, clinical effectiveness, patient experience, clinical governance
arrangements, and leadership. We suggest that extending the role of the Regulation and Quality
Improvement Authority is tested against the option of outsourcing this function (for example, to
Healthcare Improvement Scotland, the Scottish regulator). The latter option would take account
of the relatively small size of Northern Ireland and bring in good opportunities for benchmarking.
We further recommend that the Regulation and Quality Improvement Authority should review the
current policy on whistleblowing and provide advice to the Minister.
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Recommendation 6: Making incident reports really count
We recommend that the system of Serious Adverse Incident and Adverse Incident reporting should
be retained with the following modifications:

P deaths of children from natural causes should not be classified as Serious Adverse Incidents;

» there should be consultation with those working in the mental health field to make sensible
changes to the rules and timescales for investigating incidents involving the care of mental
health patients;

P aclear policy and some re-shaping of the system of Adverse Incident reporting should be
introduced so that the lessons emanating from cases of less serious harm can be used for
systemic strengthening (the Review Team strongly warns against uncritical adoption of the
National Reporting and Learning System for England and Wales that has serious weaknesses);

» aduty of candour should be introduced in Northern Ireland consistent with similar action in
other parts of the United Kingdom;

» a limited list of Never Events should be created

v

a portal for patients to make incident reports should be created and publicised

» other proposed modifications and developments should be considered in the context of
Recommendation 7.

Recommendation 7: A beacon of excellence in patient safety
We recommend the establishment of a Northern Ireland Institute for Patient Safety, whose functions
would include:

P carrying out analyses of reported incidents, in aggregate, to identify systemic weaknesses and
scope for improvement;

» improving the reporting process to address under-reporting and introducing modern
technology to make it easier for staff to report, and to facilitate analysis;

» instigating periodic audits of Serious Adverse Incidents to ensure that all appropriate cases are
being referred to the Coroner;

P facilitating the investigation of Serious Adverse Incidents to enhance understanding of their
causation;

» bringing wider scientific disciplines such as human factors, design and technology into the
formulation of solutions to problems identified through analysis of incidents;

» developing valid metrics to monitor progress and compare performance in patient safety;
» analysing adverse incidents on a sampling basis to enhance learning from less severe events;

» giving frontline staff skills in recognising sources of unsafe care and the improvement tools to
reduce risks;

» fully engaging with patients and families to involve them as champions in the Northern Ireland
patient safety program, including curating a library of patient stories for use in educational and
staff induction programmes;

P creating a cadre of leaders in patient safety across the whole health and social care system;
» initiating a major programme to build safety resilience into the health and social care system.

Recommendation 8: System-wide data and goals

We recommend the establishment of a small number of systems metrics that can be aggregated
and disaggregated from the regional level down to individual service level for the Northern Ireland
health and social care system. The measures should be those used in validated programmes in
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North America (where there is a much longer tradition of doing this) so that regular benchmarking
can take place. We further recommend that a clinical leadership academy is established in Northern
Ireland and that all clinical staff pass through it.

Recommendation 9: Moving to the forefront of new technology

We recommend that a small Technology Hub is established to identify the best technological
innovations that are enhancing the quality and safety of care around the world and to make
proposals for adoption in Northern Ireland. It is important that this idea is developed carefully.

The Technology Hub should not deal primarily with hardware and software companies that are
selling products. The emphasis should be on identifying technologies that are in established

use, delivering proven benefits, and are highly valued by management and clinical staff in the
organisations concerned. They should be replicable at Northern Ireland-scale. The overall aim of this
recommendation is to put the Northern Ireland health and social care system in a position where it
has the best technology and innovation from all corners of the world and is recognised as the most
advanced in Europe.

Recommendation 10: A much stronger patient voice
We recommend a number of measures to strengthen the patient voice:

» more independence should be introduced into the complaints process; whilst all efforts should
be made to resolve a complaint locally, patients or their families should be able to refer their
complaint to an independent service. This would look again at the substance of the complaint,
and use its good offices to bring the parties together to seek resolution. The Ombudsman would
be the third stage and it is hoped that changes to legislation would allow his reports to be made
public;

» the board of the Patient and Client Council should be reconstituted to include a higher
proportion of current or former patients or clients of the Northern Ireland health and social care
system;

» the Patient and Client Council should have a revised constitution making it more independent;

» the organisations representing patients and clients with chronic diseases in Northern Ireland
should be given a more powerful and formal role within the commissioning process, the precise
mechanism to be determined by the Department of Health, Social Services and Public Safety;

» one of the validated patient experience surveys used by the Centers for Medicare and Medicaid
Services in the USA (with minor modification to the Northern Ireland context) to rate hospitals
and allocate resources should be carried out annually in Northern Ireland; the resulting data
should be used to improve services, and assess progress. Finally and importantly, the survey
results should be used in the funding formula for resource allocation to organisations and as
part of the remuneration of staff (the mechanisms to be devised and piloted by the Department
of Health, Social Services, and Public Safety).
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1.2 What we did

The Patient and Client Council (PCC) developed an engagement exercise with members of the
public with the aim of gathering views on the report and its recommendations. The specific
objectives of the study were to:

1. Engage with members of the public through a variety of mechanisms to provide an opportunity
for people to give their views on ‘The Right Time, The Right Place’report;

2. To understand views from people about the report, and what they felt the implications would be
for Health and Social Care in general;

3. To establish the key issues and specific views people had in relation to report recommendations;

4. To identify the particular priorities that people have when considering the implementation of
report recommendations.

There were two key engagement approaches, focusing on (1) feedback from the public via the
PCC Membership Scheme members and the PCC website and (2) views from PCC Local Advisory
Committee members.

To collect views from Membership Scheme members, the PCC included an article in the PCC
Membership Scheme Updates Newsletter (both hard copy and e-newsletter editions), informing all
members of ‘The Right Time, The Right Place’ report, detailing its recommendations and asking for
views. In addition, views from members of the public were requested via the PCC website. Through
these exercises, a total of 136 people responded with comments — 102 hard copy responses were
returned, 28 online responses, via a link in the e-newsletter and 6 comments placed directly as
comments in the blog section of the PCC website.

Views from members of the PCC Local Advisory Committees were collected via a series of group
discussions.

Given that total membership of the Local Advisory Committees at time of reporting is 41 individuals,
with a total of 136 comments via additional engagement mechanisms, this summary report outlines
the views and comments provided by 177 people, in relation to ‘The Right Time, The Right Place’
report.

Given the nature of open responses received as part of our engagement exercise, it has not always
been possible to assign specific numbers to the qualitative data outlined in this response. However,
as a general guide the following definitions will give the reader an indication of the frequency of
occurrence during group discussions:

When wesay: We mean:

“few” 10% of the people or less
“some” 11% to 25% of the people
“many” 26% to 50% of the people

“the majority” 51% to 75% of the people

“most” 76%-+ of the people
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This section of the report outlines views received from the PCC Membership Scheme and website
engagement exercises and key issues and comments raised by Local Advisory Committee members.

2.1 Views from respondents via Membership Scheme / PCC website

In total, 136 people responded with comments (102 hard copy, 28 online completions and 6 website
blog posts).

Many respondents provided detailed views, with individual responses outlining a range of views
and opinions.

Based on what people told us, 69.1% either agreed or broadly agreed with the recommendations,
19.8% either disagreed or broadly disagreed and 11.0% did not provide a particular view (see Figure
2.1 below).

Figure 2.1: Percentage of respondents who agreed / disagreed with the recommendations
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People provided a wide variety of views, some of which were specific to the report, whilst others
were more general. Figure 2.2 provides an overall summary of all comments provided in relation
to report recommendations.






Figure 2.2: Key issues raised by respondents in relation to report recommendations
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Other more general comments were also raised by respondents. Some of these comments related
more generally to the report with a few people feeling that it was flawed or had particular issues or

problems.






------------------------------------------------------------------------

“As a non-medical participant of the Patient and Client Council, | found some of the
wording of the recommendations difficult to understand. Some of the terms meant
nothing to me: cadre of leaders; valid metrics; adverse incidents, never events, for
example.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“More information on the context and whether any of the recommendations are
required or optional, would be useful.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“I think he was overly polite. It is clear right throughout the report that we do not
have a Health and Social Care that meets the needs of the citizens of Northern
Ireland.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“The recommendations by Liam Donaldson are totally flawed because he does not
understand the situation that exists in the North.”

------------------------------------------------------------------------

Broadly speaking, a few people felt that Health and Social Care in Northern Ireland is in a better
position compared to other countries.

------------------------------------------------------------------------

------------------------------------------------------------------------

------------------------------------------------------------------------

“As far as | am concerned, all we have to do is look at the health system in England to
see the state it is in! Northern Ireland has the better hospitals and treatment in the
United Kingdom!”

------------------------------------------------------------------------

A few respondents also believed that there should be a greater focus on stabilising Health and
Social Care, rather than focusing on making new changes.

------------------------------------------------------------------------

------------------------------------------------------------------------

------------------------------------------------------------------------

“Constant changes (are) not for the best - (they) destabilise staff and (the) delivery of
quality health care.”

------------------------------------------------------------------------
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On the other hand, a few respondents called for specific changes to Health and Social Care.

©® © © 0.0 0.0 0000000 000000000000 000000000000000000000000000000000000000000.00,
.

“Directory of domiciliary services would be useful.”
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“I can envision the role of consultants in the future being more of an advisor in many
cases.”
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“It is now all about getting staff involved in the changes.”
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2.1.1 Summary of the top six key issues raised

The top six key issues raised by the PCC Membership Scheme respondents were as follows:

1. Good recommendations (n=50)

A total of 50 people noted that they welcomed the recommendations. The majority of respondents
who provided comments on this issue indicated that they broadly agreed with the report
recommendations.

@ ® © © 0.0 0 0.0 000000 000000000000 000000000000000000000000000000000000000000.00,

® e 00 ®

“A report of this nature is long overdue, and key issues have been addressed.”

y “l agree whole-heartedly with all the recommendations.” :

©©® © © 0.0 0.0 0 000000 0000000000000 00000000000000000000000000000000000000000.0.0,

“An excellent piece of work as it sets out specific targets and recommendations
which, hopefully, a system could be devised to assess and review progress.”

© 0 00000000 000000000000 0000000000000 0000000000000 0000000000000 00O0O0O0O0O0COCOC o°

“I fully agree with the 10 recommendations that Sir Liam Donaldson has stated in
] this newsletter.” q
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One respondent, who agreed with the recommendations, talked about their own particular
situation and experience of making a complaint in order to provide an explanation as to why they
welcomed report recommendations.
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------------------------------------------------------------------------

“These recommendations seem good if carried through here in Northern Ireland.
As a family with a relative in full time nursing care, we had a number of issues with
the nursing home of our loved one. Being concerned for the welfare of other older
people with Alzheimer’s who are extremely vulnerable; we felt we needed to make

a formal complaint when our family member moved to another home. We went

through the proper complaints procedure, both with the nursing home body and

HSC. We did get assurances from both bodies that these issues would be addressed.
This can be rather unsatisfactory as we did hear reports some months later that
there were issues still unresolved. As in recommendation 5, RQIA can be proactive
and review the current policies - perhaps as suggested, unannounced inspections.

Independent bodies need to be involved! Our present nursing home experience is

excellent - proof that things can be much better!”

------------------------------------------------------------------------

Concern about present Health and Social Care structures, and the means to support an effective and
patient centred service in the future were also a consideration when people talked about why they
agreed with the report recommendations.

------------------------------------------------------------------------

“I am of the view that this report targets the key components of delivering a health
service fit for the 21st century. The recommendations set out in the report should
be given due consideration by the Health Minister and the key practitioners, in
particular, it must address the needs of all patients young and old and should be
patient driven and not financially constrained. As well, | would like to see these
recommendations go further and review health service bureaucracy to ensure that
there is no financial waste and all savings achieved could, and should, be directed
towards frontline services. The proposed recommendation to enhance the role of the
pharmacist is commendable, however, there will be a cost and that cost should not
be at the expense of poor patient care.”

------------------------------------------------------------------------

One respondent also noted how these recommendations would stimulate debates about how
health and social care, in Northern Ireland, is delivered.

------------------------------------------------------------------------

“They are very well thought out and should stimulate wide-ranging debate about
the future of healthcare delivery in N.I.”

------------------------------------------------------------------------

As a result, many respondents noted how these recommendations, if implemented, could greatly
improve conditions within Health and Social Care in Northern Ireland.

------------------------------------------------------------------------

------------------------------------------------------------------------
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“I think this is a well-considered report and we should move forward as soon as
possible.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“l agree with his recommendations. Something needs to be done to sort out HSC in
Northern Ireland. This sounds like a good idea.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“The recommendations made by Sir Liam can greatly improve conditions within the
health service - not only can the recommendations benefit clients within the health
service, it will also protect staff.”

------------------------------------------------------------------------

It is in this context that many respondents called for swift action to implement these
recommendations.

------------------------------------------------------------------------

------------------------------------------------------------------------

2. More frontline staff/more focus on (n=23)

A total of 23 comments were received from people providing comments on frontline staff. The
general view expressed was that there should be a greater focus on frontline staff. Forinstance,
many respondents who provided comments on this issue felt that Health and Social Care needs
more frontline staff.

------------------------------------------------------------------------

------------------------------------------------------------------------

------------------------------------------------------------------------

“To free up more hospital beds, more district nurses are needed and more support for
them.”

------------------------------------------------------------------------

One respondent also noted how inadequate staffing levels have placed pressures on current staff.
As a result, a respondent suggested that more should be done to support staff in this current
climate, rather than criticizing them.

------------------------------------------------------------------------

“The frontline staff are stretched to capacity. Regulate management first, put
resources to the forefront due to this saving and then regulate the care. If there is
adequate staffing levels then there is no excuse for poor quality service...Most staff
can’t do no more.”

------------------------------------------------------------------------
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Additionally, some respondents advocated for a greater investment in frontline staff, for instance,
more staff training.

------------------------------------------------------------------------

------------------------------------------------------------------------

------------------------------------------------------------------------

“Particularly, more money should be allocated to the hiring and training of
therapists.”

------------------------------------------------------------------------

Similarly, a few respondents noted that investment in recommendations, such as new technology,
should not be at the expense of investment in frontline staff.

One respondent also noted that administrative duties should be reduced for frontline staff and
there should be more focus on their caring role and duties.

------------------------------------------------------------------------

“In hospitals, nurses roles have changed so much, they don’t have the time to
actually work with patients, they have so much paper or computer work to do...not
enough bedside time with patients.”

------------------------------------------------------------------------

Some respondents also noted that key decisions in Health and Social Care are dominated by
politicians and managers. In this context, some respondents also suggested that frontline staff
should be more involved in long term policy and decision making.

------------------------------------------------------------------------

------------------------------------------------------------------------

------------------------------------------------------------------------

“Too many managers who don't listen to staff and won’t make changes to improve
patient care.”

------------------------------------------------------------------------

3. Implementation queries (n=23)
Whilst many respondents agreed with the recommendations, there were concerns about their
implementation.

------------------------------------------------------------------------

“These recommendations look good put down in points...It would be wonderful if all
these things suggested were to happen. We could lead the world in health and social
care services.”

------------------------------------------------------------------------
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“There can be no disagreement with any of Sir Liam Donaldson’s recommendations
... (They) require good quality leadership, without which, the recommendation is like
a nice motor car without any tyres on it.”

------------------------------------------------------------------------

Some respondents who provided views on this issue questioned the practicality surrounding the
implementation of these recommendations. Indeed, a few respondents felt that a key setback in the
implementation of these recommendations would be a lack of funding.

------------------------------------------------------------------------

“I believe they are very sound if a bit woolly - maybe more pious hope than practical
implementation.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“Nothing has been delivered on the ground to meet the needs of patients...now it is
blatantly evident the proposed programmes will produce savings in the long term...
it is totally unreasonable to prevent the implementation of such programmes by
denying pump-priming funding.”

------------------------------------------------------------------------

Another respondent praised the report and drew a comparison with Transforming Your Care,
suggesting it has failed to succeed due to an inadequate implementation strategy.

------------------------------------------------------------------------

“A report of this nature is long overdue, and key issues have been addressed...The
recommendations need to be acted upon without delay...lIt is a great pity that three
years have passed since publication of ‘Transforming Your Care’ document, a high
level strategy that notably lacked any implementation plan, and consequently has
had minimal effect on current priorities and operational issues within the health
service.”

------------------------------------------------------------------------

It was in this context that some respondents felt a clear implementation strategy needed to be
established.

------------------------------------------------------------------------

“I feel these recommendations point the right way forward, but can only be achieved
through equitable access to a range of services across Northern Ireland.”

------------------------------------------------------------------------

Consequently, some respondents made suggestions for the implementation of these
recommendations. Indeed, a key finding from this piece of work was that many of those who talked
about this issue disagreed with Donaldson’s suggestion to close hospitals in Northern Ireland. It was
in this context that a few respondents highlighted that a better infrastructure system in Northern
Ireland would be necessary before the closure of any hospitals. A few respondents also called for
changes to the current organisation of how health and social care services are run.

V.
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“As Sir Liam Donaldson suggests, we need a better road system before hospitals are
closed. So let us get things right before bad choices are made.”

------------------------------------------------------------------------

------------------------------------------------------------------------
.

“We need better organisations in the system. What do all pharmacies provide?
Doctors and out of hours should be easier accessed. Hospitals should work seven
day clinics, they should not just be five days. This would give more work to people
as the shift system could be operated in all aspects of the hospital. Power stations

work in full power 24/7 so why does everything close Friday to Monday in hospitals?
It doesn’t make sense and all these waiting lists, | really think there needs to be big
changes in health care. It will just get worse if they don’t bring changes, all the
talking and no action won't help.”

------------------------------------------------------------------------

Many respondents also expressed doubt that current leadership in Health and Social Care could
effectively implement these recommendations.

------------------------------------------------------------------------

“About time someone told it as it is. But who will have the courage to implement it?

This report says people are dying because the leaders won’t do the right thing. That

has to stop. We need more community and primary care and if some hospitals have
to close to provide that resource of nurses, doctors and money, so be it.”

.
------------------------------------------------------------------------

------------------------------------------------------------------------

“How are all your recommendations going to happen? This is a small island and if
our politicians find it hard to agree what hope for any of said recommendations?”

------------------------------------------------------------------------

------------------------------------------------------------------------

.
------------------------------------------------------------------------

As a result, one respondent highlighted that effective leadership would be key to implementing
these recommendations.

------------------------------------------------------------------------
.

“Current N.I. politicians do not have the collective mutual capacity to come together
and guide and steer the N.I. health service. Strategic development should be taken
out of their hands.”

------------------------------------------------------------------------

It was in this context that some respondents suggested that frontline staff should play a key role in
the implementation of these recommendations.
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“If these 10 recommendations are genuine and are all implemented it should
improve health care...Panels for health care should be made up from ground force
people, ordinary public, all aspects of the hospitals covered by representatives -
nurses, doctors etc. | don’t think MPs or government bodies, who are just elected for
a few years, should have big impacts on how health should be implemented, they
don’t have the knowledge or the experience necessary to put the proper work into
action.”

------------------------------------------------------------------------

4. More focus is needed on Transforming Your Care (n=22)

A total of 22 comments were received from people providing views on Transforming Your Care
(TYC). The general view expressed was that more focus and support is needed for Transforming
Your Care. The majority of respondents who provided views on Transforming Your Care also
expressed frustration with the lack of progress in implementation.

In principle, most respondents felt that Transforming Your Care is good, but it needs to be
implemented effectively.

------------------------------------------------------------------------

“(Transforming Your Care) should be progressed urgently with funding reallocated
to the community sector.”

------------------------------------------------------------------------

------------------------------------------------------------------------

------------------------------------------------------------------------

Another respondent noted that, if Transforming Your Care was effectively implemented, this would
help alleviate some of the pressures placed on hospitals and frontline staff.

------------------------------------------------------------------------

“If TYC is not placed successfully within the community, then a feed down approach
from the hospitals and health care trusts and vice versa, will cause a link in the chain
to break, creating more demand and grid lock within the trusts and imminent failure

for all.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“..it should have focused on what is needed within the community to enable
patients to be discharged quicker, i.e. equipment and package of care, before
numerous hospital beds were closed, and then there wouldn’t be the crisis in the
hospitals presently.”

------------------------------------------------------------------------

However, some respondents did note that Transforming Your Care would take time to be fully
implemented and embedded in Northern Ireland.

.
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------------------------------------------------------------------------

------------------------------------------------------------------------

------------------------------------------------------------------------

A few respondents recognised that Transforming Your Care would be costly to implement and this
has prevented its implementation.

------------------------------------------------------------------------

“Transforming Your Care in principle is good but most people are aware that it
cannot be fully implemented without major input of resources.”

------------------------------------------------------------------------

One respondent suggested Transforming Your Care should be abandoned until it has adequate
resources to be successfully implemented.

------------------------------------------------------------------------

“Transforming Your Care should be abandoned unless true financial commitment
to fund the scheme is forthcoming. It seems that they are only content with
dismantling the hard won care programmes and what they are putting in place
is second rate, with no support for users or carers - | call it dismantling your care.
Closure of hospitals is not acceptable. The Northern Ireland population might be
small in the context of other areas in the UK, but no regard is given to the fact they
are not all living in three big cities. They are mainly a rural population spread far
and wide with poor roads and transport links, which make it very difficult to access
these larger hospitals.”

------------------------------------------------------------------------

5. Greater patient voice is needed (n=21)
A total of 21 comments were received from people who called for a greater patient voice in health
and social care.

------------------------------------------------------------------------

------------------------------------------------------------------------

------------------------------------------------------------------------

------------------------------------------------------------------------

Some respondents who provided views on this issue expressed dissatisfaction that patients views
are not always listened to by professionals.

.
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“I totally agree that patients must have a much stronger voice. There is a great
arrogance among some health professionals when approached by patients who are
dissatisfied with their demeanour and dismissive attitude to genuine complaints.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“I do think patients and their families should be allowed to voice their opinions
if they are concerned about the level of care their loved one is getting and it is
important that they are listened to.”

.
------------------------------------------------------------------------

------------------------------------------------------------------------

“Recommendation 10 is vital, patients are put into working groups in name only.
This needs to change. Their views need to be valued and services need to be shaped
to meet their needs.”

------------------------------------------------------------------------

Additionally, some respondents argued that there should be less investment in experts, and a
greater use of patient views at ground level in order to make changes to Health and Social Care

system.

------------------------------------------------------------------------
.

“How much will the ‘panel of experts’ be paid? Why not ask the real experts -
patients?”

------------------------------------------------------------------------

------------------------------------------------------------------------

“More patients and users of the HSC services should be included as it gives the
ordinary patient or relative the chance to express opinions and suggestions.”

.
------------------------------------------------------------------------

------------------------------------------------------------------------
.

“By fully engaging with patients and their families, much can be learnt. Patients
need to be involved and feel their voice can be heard.”

------------------------------------------------------------------------

However, although some respondents expressed a desire that there should be a greater patient
voice in Health and Social Care it was not detailed what this might look like.

6. Action needs to be taken (n=19)

As previously highlighted, many respondents welcomed the recommendations. However,
uncertainty and doubt did surround their implementation. As a result, a total of 19 people stressed
that action needs to be taken.

------------------------------------------------------------------------

“Words without action are meaningless. We do not want to see another working
group or committee set up to review Donaldson recommendations. Please get on
with it.”

------------------------------------------------------------------------
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------------------------------------------------------------------------

One respondent agreed with the recommendations, but highlighted that other reports and
recommendations have not been successfully implemented, such as Transforming Your Care. In this
context, this respondent queried whether Donaldson would have the same fate.

------------------------------------------------------------------------
.

“Sir Liam Donaldson has done a thorough job at assessing situations and making
recommendations for improvement. Sadly, | have little faith that very much will be
taken on board and implemented unless it's to someone’s financial, political and
or social benefit. Why am | so doubtful? A few years ago an investigation regarding
Wheelchair Provision Reform took place. The report had superb recommendations,
endorsed by the Minister. You can find it gathering dust on shelves. ..Nothing has
improved.”

.
------------------------------------------------------------------------

This may also link with another issue raised by some PCC Membership Scheme respondents who
called for more effective leadership across Health and Social Care, perhaps indicating a lack of
confidence in current Health and Social Care leadership to make crucial changes. Consequently, the
majority of respondents who provided views on this issue called for swift action, noting that these
recommendations were overdue and should be implemented and monitored with urgency.

------------------------------------------------------------------------
.

“There is always too much talking / form filling and not enough action to get on with
healthcare.”

.
------------------------------------------------------------------------

------------------------------------------------------------------------
.

“It’s action not words that all patients want to see. For too long we have listened to
promise after promise - but little or no actions.”

.
------------------------------------------------------------------------

------------------------------------------------------------------------
.

“The recommendations need to be acted upon without delay, the first vital step
being an International Panel of experts being commissioned to recommend a new
structure for the administration and delivery of health and social care services.”

.
------------------------------------------------------------------------

------------------------------------------------------------------------
.

.
------------------------------------------------------------------------

V.

‘The Right Time, The Right Place’
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Comments directly in relation to the Patient and Client Council
The Patient and Client Council was specifically referred to by a few respondents, when giving their
views on the Donaldson report.

For instance, a few respondents expressed concern that the recommendations would have an
adverse effect on Health and Social Care and anticipated problems if they were implemented, for
example, the threat of hospital closure. As a result, one respondent highlighted that they hoped the
Patient and Client Council would be able to represent patient concerns, if necessary.

------------------------------------------------------------------------

“Having heard about him on news bulletins and that he was going to close so many
hospitals here in Northern Ireland...l feel most hospitals, if not all, should be left as
they are. Should the change take place, a lot of people would not get to hospital
and | feel many would be dead, as a long journey would have to take place and
road surfaces and conditions are not all at their best. For the length of distance
occurred you would need motorway or dual carriage roads everywhere to meet his
requirements...P.S. | hope the Patient and Client Council will be able to stand up for
all concerns when problems start to occur in times to come.”

------------------------------------------------------------------------

A few respondents praised the Patient and Client Council and its positive role in representing the
patient voice in Health and Social Care.

------------------------------------------------------------------------

“The Patient and Client Council is doing a good job and can only be a positive help
for HSC.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“I can see a wonderful improvement in hospitals and health centres since the Patient
and Client Council was formed.”

------------------------------------------------------------------------

------------------------------------------------------------------------

“These recommendations have been well thought through to increase the quality of
service given. These need to be implemented to see the progression of a satisfactory
health care system...The PCC will be the biggest benefit to this going forward.”

------------------------------------------------------------------------

A few respondents noted that recommendation 10 suggested that the board of the Patient and
Client Council should be reconstituted to include a higher proportion of current or former patients.
This was embraced by a few respondents, as it would give patients the chance to express their
thoughts and opinions. However, one respondent queried what exactly this would mean and
suggested that more information surrounding this idea would be useful.

Some respondents embraced a changing role for the Patient and Client Council. In relation to
recommendation 7, which called for the establishment of a new Institute for Patient Safety, one

respondent suggested this was not necessary, but could be incorporated into the role of the Patient
and Client Council.

.
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“No need to set up a new body. This could come under the Patient and Client Council
with appropriate training and some input from an independent source.”

A few respondents suggested that they would like to see the PCC given more ‘teeth’ to make sure
the right changes are made to services in the future.

Specific views on the recommendations
The comments from each PCC Membership Scheme respondent were coded into key themes and
Table 2.1 shows these themes beside the appropriate recommendation.






Table 2.1: Key themes which PCC membership scheme respondents highlighted for each recommendation

Recommendation Key Themes

More effective leadership

1: Coming together
for world-class care

HSC should not be used as a political weapon
More effective commissioning

2: Strengthened
commissioning

How will a new tariff system benefit patients?
No hospital closures should take place

3: Transforming
Your Care - action
not words

Reduce waiting times






Recommendation Key Themes

Investment in TYC

3: Transforming
Your Care - action
not words

Paramedics and pharmacists can only do so much
Patients should manage their own conditions

4: Self-management
of chronic disease

Needs further explanation
Better regulation needed

5: Better regulation
Protection for whistle-blowers needed






Recommendation Key Themes

Strengthen role of RQIA

5: Better regulation

Increase public knowledge of outcomes of assessment

Learn from incidents to avoid further incidents

6: Making incident
reports really count

Cover ups are common

Patient safety is a priority

7: A beacon of
excellence in patient

How will this be done?






Recommendation Key Themes

Would improve the standard of HSC in the future

8: System-wide data
and goals

Listen to staff
New technology is important

9: Moving to the

forefront of new
technology

10: A much stronger
patient voice

Patients have a right to complain but don't want to create a 'culture of fear' for professionals






2.2 Views from Local Advisory Committee members

Local Advisory Committee (LAC) members provided views as part of group discussions. Across
LACs, a general view was expressed that the recommendations ‘state the obvious’ but committee
members were broadly supportive of what they were seeking to achieve.

Similar to comments received from Membership Scheme members and via the PCC website,
feedback concentrated on Recommendation 1 (Coming together for world-class care) and
Recommendation 3 (Transforming Your Care — action not words) in particular.

In discussions relating to the quality of services, some LAC members expressed concern that
services outside of Belfast and / or outside of the main cities and towns across Northern Ireland,
could be lost due to a lack of funding and support in the future. Consequently, people in rural areas
may not receive the services they need due to where they live, rather than based on their health and
social care needs.

Overall, there was some scepticism that, whilst the report was welcomed as providing a strong
vision for assuring and improving the quality and safety of care across Northern Ireland, LAC
committee members felt that the report could be forgotten or shelved as‘just another report’and
that implementation of changes, which the report was recommending, may not take place.
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Coming together for world-class care

1

Table 2.2: Key themes which LAC participants highlighted for each recommendation

Northern LAC

South Eastern LAC

Southern LAC

Committee members
felt that this review

was necessary in order
to get an external
viewpoint. It was felt
that recommendations
should be implemented
as Donaldson is an
“outsider” offering a
different perspective on
Health and Social Care.

No view expressed.

Frustration was
expressed with how
decisions are made

in the current system.
For example, it was
highlighted how the
process for consulting
on implementing
recommendations can
take too long and can
be expensive and time-
consuming.

A view was expressed
that the Minister has
already dismissed this
recommendation.

It was also noted that
decisions, such as
those associated with
recommendation 1,
need to be agreed by
politicians at a senior
executive level. It was
also felt that some
politicians are hesitant
about making unpopular
decisions which may be
needed within Health
and Social Care.

It was noted by
participants that the
Minister had appeared to
have already dismissed
this recommendation.

More generally, a few
participants felt that
political influence is
preventing change in
Health and Social Care.
A specific example was
noted around the total
number of hospitals in
Northern Ireland versus
clinical need for these
hospitals.

ioning

Strengthened

Commiss

2

No view expressed. No view expressed.

There was agreement
with the view that the
commissioning system
in Northern Ireland

is ineffective and
outdated. Forinstance,
it was believed that
newly created local
commissioning groups
“don’t really have any
power”.

No view expressed.

No view expressed.
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Transforming Your Care - action not words

3

There were queries
about why TYC had

not been successfully
implemented to date,
and concerns were
expressed that this was
due to an ineffective
implementation plan.
A particular issue
included expanding the
role of the pharmacist,
which the review
suggested, and which
has previously been
suggested, but has still to
be implemented.

In addition, it was
noted that there are too
many acute hospitals

in Northern Ireland, but
talk of closure results

in public panic. It was
suggested that the
public need to be better
informed about the
benefits of coordinated
services and “get away
from this fighting for
buildings”.

Northern LAC

South Eastern LAC

Southern LAC

Participants felt there
was a lack of clarity and
detail in the report,
particularly in relation to
Transforming Your Care.

For instance, one
participant pointed

out that Donaldson
recommended the
creation of an expanded
role for pharmacists and
paramedics; however,
the participant noted
that Donaldson does
not state how this would
materialise.

It was also felt that the
report did not present
any new ideas which
would help transform the
health service.

TYCis a key
recommendation that
should already have
been implemented.

It was noted that the
report does not state
anything that was
previously unknown and
that the report itself calls
for “action, not words”.

In the context of a failure
to implement TYC,
participants questioned
whether Donaldson’s
recommendations will
be implemented or

sit “on the shelf beside

TYC” and other similar
recommendations /
reports.

It was noted that big
decisions still need to be
made, for instance, how
many hospitals Northern
Ireland needs in the
future.

One participant
suggested that “it
would be useful to do a
comparative study with
a place which is similar
to Northern Ireland in
terms of population, for
example, Birmingham”,
looking specifically

at hospitals and bed
numbers for each
specialty, in order to
inform decisions.

Participants felt that it is
not essential to have all
the hospitals in Northern
Ireland, but this is down
to political influence.

As aforementioned,
participants felt that
politicians are preventing
change to Health and
Social Care, as they

are concerned about
public reaction to tough
decisions, like hospital
closures.






No view expressed. No view expressed. No view expressed. No view expressed.

No view expressed. No view expressed. No view expressed. No view expressed.

Agreement with Agreement with
recommendation six. recommendation six.

No view expressed. No view expressed.
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Northern LAC

South Eastern LAC

Southern LAC

No view expressed.

tient safety

in pa

A beacon of excellence

No view expressed.

No view expressed.

No view expressed. No view expressed.

No view expressed.

System-wide | 7
data and goals

No view expressed.

No view expressed.

Regular benchmarking

with other countries, or

areas which are similar to No view expressed.
Northern Ireland, would

be useful.

Agreement with this
recommendation, in
particular, with the
development of a new
small technological
hub, which would
help identify the next
technical innovations
that will help enhance
the quality and safety
of patient care. It was
questioned why this has

Moving to the forefront of | 8
new technology

9

not already happened.

No view expressed.

No view expressed.

No view expressed. No view expressed.
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Northern LAC

South Eastern LAC

Southern LAC

ice

Agreement that there
should be a greater
patient voice.

A much stronger patient vo

10

Participants noted that
the report suggested

the PCC should be more
independent. Whilst
participants praised the
PCC board for making
progress in this area, there
was also an identification
that the PCC needed to
fully win the confidence of
patients and clients. Asa
result, participants felt that
it was necessary to make
more progress in this area.

Participants queried
Donaldson’s suggestion
that the PCC should be
reconstituted to include

a higher proportion of
current or former patients
or clients of the N.I. Health
and Social Care system.

The general consensus
was the PCC board

is big enough, and
“expanding it any further
is making it too big”. It
was also identified that
current PCC structures,
such as LACs and the
Membership Scheme,

if working optimally,
ensure the board is “very
well informed with the
patient voice.”

Agreement with
Donaldson’s view that
the patient’s voice is
not heard in the current
system. In this context,
there was a query as to
how the patient voice
can be heard by decision
makers. It was felt that
we need to change
current systems in order
to achieve this.

Agreement with the
recommendation

that the PCC board
should include a higher
proportion of current or
former patients.

Furthermore, there was
agreement with the idea
that the PCC should have
a revised constitution
making it more
independent, which in
turn, may strengthen its
overall position. It was
also questioned how
the PCC can represent
the independent voice
of the patient, when

it is financed by the
Department.

One participant
acknowledged that the
review may be a chance
for the PCC to become
more independent and

is “a good opportunity for
the PCC to be seen and
come out of the shadows.”






The aim of this engagement exercise was to gather people’s views on the recommendations made
in‘The Right Time, The Right Place’ In total, 136 people via PCC Membership Scheme and website
engagement exercises and views from PCC Local Advisory Committee members, representing 41
people, were collated.

In general, the people who contributed to this engagement exercise welcomed the report
recommendations. Many of the comments received related to specific issues with treatment and
care, such as a greater focus on frontline staff, particularly in the context of the current funding
challenges faced by health and social care services. People also called for a greater focus and
support for Transforming Your Care, highlighting that, if effectively implemented, this could help
alleviate some of the pressures placed on hospitals and frontline staff.

A general theme raised in this engagement exercise was scepticism around the implementation
of the recommendations made in‘The Right Time, The Right Place’ In particular, respondents
questioned whether there would be sufficient funding to support change. In addition, some
respondents felt that a clear implementation strategy and effective Health and Social Care
leadership was necessary so that these recommendations would become a reality. As a result,
respondents called for swift action, noting that these recommendations were overdue and
emphasis should now be placed on action.

Overall, views from this exercise are consistent with what the Patient and Client Council have
found in our recent work, in particular, The People’s Priorities 2014." This report highlighted that
people want accessible services which provide timely and quality care, delivered by well-trained

and supportive staff who are employed in sufficient numbers. Feedback received as part of this
engagement exercise is therefore consistent with what people regularly tell us are priorities for their
health and social care services.

" Patient and Client Council. The People’s Priorities 2014. Belfast: PCC; 2014.
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Your voice in health and social care 18 Ormeau Avenue

BELFAST BTZ2 8HS

Tel: 0800 917 0222
13 April 2015 Local office : 028 90321 230
Web:http://www.patientclientcouncil.hscni.net/

Minister Jim Wells, MLA

Department of Health, Social Services
and Public Safety

Castle Buildings

Stormont Estate

Belfast BT4 3SQ

Dear Minister Wells

PCC response to Donaldson Report - The Right Time, The Right Place

You made an oral statement to the Assembly on 27 January 2015, on Quality of Care in
Northern Ireland and the publishing of the Donaldson Report, The Right Time, The Right
Place. At that time you invited comments and views from the HSC Trusts and other
stakeholders and | am pleased to submit the response from the Patient and Client Council
(PCC) for your consideration.

This response builds on our initial thoughts which we set out in our letter to you on the 17
February. In that letter we outlined our intention to invite the public across Northern Ireland
to comment on the Donaldson report. Those comments will inform the PCC response to the
public consultation, which we will submit by 22 May 2015.

This response reflects the discussion we have had within the PCC Board, which has been
informed by our Guiding Principles (see Annex 1), the evidence we have gathered from
service users over the last six years as well as the experience gained from supporting
people through the HSC complaints process. We have also had valuable input from the
discussions with the Board, Local Advisory Committees, the Patient and Client Council
Membership Scheme and public response.

As stated in our letter of 17 February, the PCC welcomes much of the Donaldson report,
including the clarity of its delivery.

Recommendation 1: Coming together for world-class care

We recommend that all political parties and the public accept in advance the
recommendations of an impartial international panel of experts who should be
commissioned to deliver to the Northern Ireland population the configuration of health and
social care services commensurate with ensuring world-class standards of care.
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Response: 68% of the 136 members of the public who responded to the PCC on the
Donaldson report either ‘agreed or broadly agreed’ with the Donaldson
recommendations. They believe HSC has to change and are still supportive of the
Transforming Your Care (TYC) journey but impatient at the slowness of
implementation.

Whether or not an international panel of experts get engaged, the PCC welcomes
evidence based change. Such evidence must be shared with the public to ensure
that they are involved in the change and understand the need for it. These changes
must be implemented urgently as patients’ lives are at risk.

Recommendation 2: Strengthened commissioning

We recommend that the commissioning system in Northern Ireland should be redesigned
to make it simpler and more capable of reshaping services for the future. A choice must be
made to adopt a more sophisticated tariff system, or to change the funding flow model
altogether.

Response: How commissioning is achieved is not the remit of the PCC. We do know
that the public want to know what their options for services are, not necessarily how
that decision has been made. People want to know what they can expect from their
local Trusts and for regional services.

Commissioning must meet needs and should clearly elucidate what the public can
expect and what their options are if Trust capacity is limited, including options
within the community, voluntary and independent sector. There must also be clear
lines of accountability in the commissioning process.

Patients report to us that they are given wrong information which mismanages their
expectations. They want clarity and transparency. Some performance management
data are collected but little apparent corrective action taken to improve

services. This is unacceptable.

Commissioning and performance management needs to be based on true
involvement if service users and carers and must include transparent performance
management. There are good examples from our work where service users have
improved the commissioning process and this should be built upon.

e Rare diseases

e Older carers and future planning

e Chronic pain

Recommendation 3: Transforming Your Care (TYC) — action not words

We recommend that a new costed, timetabled implementation plan for Transforming Your
Care should be produced quickly. We further recommend that two projects with the
potential to reduce the demand on hospital beds should be launched immediately: the first,
to create a greatly expanded role for pharmacists; the second, to expand the role of
paramedics in pre-hospital care. Good work has already taken place in these areas and
more is planned, but both offer substantial untapped potential, particularly if front-line
creativity can be harnessed. We hope that the initiatives would have high-level leadership
to ensure that all elements of the system play their part.
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Response: The PCC agrees that TYC needs to be implemented. The public were
essentially in support of TYC, recognising the need for change, but frustration has
set in as aresult of the time being taken to implement.

There needs to be renewed momentum around the implementation of TYC and
evaluation of the service change that has occurred. This needs to be shared with the
public as people need to see improvement. The public recognises that
implementation will be costly, but that TYC could help alleviate some of the
pressures placed on hospitals and frontline staff. Additionally carers in particular are
concerned that without proper resourcing and implementation of TYC, the burden on
carers will continue to increase.

Recommendation 4: Self-management of chronic disease

We recommend that a programme should be established to give people with long-term
illnesses the skills to manage their own conditions. The programme should be properly
organised with a small full-time coordinating staff. It should develop metrics to ensure that
guality, outcomes and experience are properly monitored. It should be piloted in one
disease area to begin with. It should be overseen by the Long Term Conditions Alliance.

Response: Existing self-management programmes tend to be service

user/patient peer led programmes/groups with staff support. Self-management
needs support to ensure people are kept safe and enjoy a good quality of life. This is
commonly from third sector organisations.

People have told the PCC that they want self-management which is appropriately
supported and therefore this needs adequate resources both clinical and financial,
including access to clinical advice.

Recommendation 5: Better regulation

We recommend that the regulatory function is more fully developed on the healthcare side
of services in Northern Ireland. Routine inspections, some unannounced, should take place
focusing on the areas of patient safety, clinical effectiveness, patient experience, clinical
governance arrangements, and leadership. We suggest that extending the role of the
Regulation and Quality Improvement Authority is tested against the option of outsourcing
this function (for example, to Healthcare Improvement Scotland, the Scottish regulator).
The latter option would take account of the relatively small size of Northern Ireland and
bring in good opportunities for benchmarking. We further recommend that the Regulation
and Quality Improvement Authority should review the current policy on whistleblowing and
provide advice to the Minister.

Response: The introduction of a programme of unannounced inspections is
welcomed. It is our belief that regulation will be strengthened by the incorporation
of a stronger patient, family and carer voice, better use of patient experience
standards and regulation which covers domiciliary and social care services.
Regulation should be a tool to reassure the public that services are safe and thus
must cover public and private sector services.

The regulator has an obligation to assure the public that services are safe,
particularly where they are being reshaped. The public must know that there is no
diminution of quality or safety.
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Recommendation 6: Making incident reports really count
We recommend that the system of Serious Adverse Incident and Adverse Incident
reporting should be retained with modifications:

Response: PCC would welcome any recommendation that improves their ability to
get timely closure and resolution for people who have a complaint or suffered harm
in the system. However, at this time the PCC primarily provides support and
advocacy to people through the journey of an SAIl and this is a role that people want
and need. We are therefore keen that any greater powers to investigate or
understand does not undermine this advocacy role.

The PCC has previously suggested that the work we have commenced on an online
real time user feedback system would help strengthen the voice of service users and
once established, it is conceivable that incident reporting could be added as a
feature of this system.

The PCC held a Patient Safety conference in October 2014. At that conference the
audience overwhelmingly supported the introduction of a duty of candour. On this
basis and other evidence gathered through our complaints services, the PCC
support this recommendation.

Recommendation 7: A beacon of excellence in patient safety
We recommend the establishment of a Northern Ireland Institute for Patient Safety.

Response: The PCC and the public would welcome enhanced accountability for
patient safety and a transparent, user friendly mechanism that can reassure patients
that service change will result in services that are just as good or better. Safety
mechanisms should be built into the system, but further complexity is unhelpful.

Recommendation 8: System-wide data and goals

We recommend the establishment of a small number of systems metrics that can be
aggregated and disaggregated from the regional level down to individual service level for
the Northern Ireland health and social care system. The measures should be those used in
validated programmes in North America (where there is a much longer tradition of doing
this) so that regular benchmarking can take place. We further recommend that a clinical
leadership academy is established in Northern Ireland and that all clinical staff pass
through it.

Response: Processes for gathering and using better system wide data and goals are
essential as outlined in the document, however, we would insist that qualitative as
well as quantitative data be gathered. Data gathered should be useful, capable of
informing service improvements and should include clinical data as well as patient
experience information. Data collected and used to inform the system should
similarly be used to inform public engagement and involvement.

Recommendation 9: Moving to the forefront of new technology

We recommend that a small Technology Hub is established to identify the best
technological innovations that are enhancing the quality and safety of care around the
world and to make proposals for adoption in Northern Ireland. It is important that this idea is
developed carefully. The Technology Hub should not deal primarily with hardware and
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software companies that are selling products. The emphasis should be on identifying
technologies that are in established use, delivering proven benefits, and are highly valued
by management and clinical staff in the organisations concerned. They should be replicable
at Northern Ireland-scale. The overall aim of this recommendation is to put the Northern
Ireland health and social care system in a position where it has the best technology and
innovation from all corners of the world and is recognised as the most advanced in Europe.

Response: There are a number of PCC reports that refer to the improved use of and
need for wider use of modern technology in health care. For example, ‘Views of
Telemonitoring Services’ report, April 2014, demonstrated positive experience by
those who took part in the small scale study. Other reports, Access to GP Services
(May 2014) and Young Peoples Priorities (May 2012), recommended increased use of
technology to improve communication with healthcare providers. PCC welcomes
intelligent use of new technology to improve patient experience whether better/faster
diagnostics, decreased need for travel and hospital admission, or simply easier
access to appointments at local or regional service centers.

Recommendation 10: A much stronger patient voice

We recommend a humber of measures to strengthen the patient voice:

» more independence should be introduced into the complaints process; whilst all efforts
should be made to resolve a complaint locally, patients or their families should be able to
refer their complaint to an independent service. This would look again at the substance of
the complaint, and use its good offices to bring the parties together to seek resolution. The
Ombudsman would be the third stage and it is hoped that changes to legislation would
allow his reports to be made public;

» the board of the PCC should be reconstituted to include a higher proportion of current or
former patients or clients of the Northern Ireland health and social care system;

» the PCC should have a revised constitution making it more independent;

» one of the validated patient experience surveys used by the Centers for Medicare and
Medicaid Services in the USA (with minor modification to the Northern Ireland context) to
rate hospitals and allocate resources should be carried out annually in Northern Ireland; the
resulting data should be used to improve services, and assess progress. Finally and
importantly, the survey results should be used in the funding formula for resource allocation
to organisations and as part of the remuneration of staff (the mechanisms to be devised
and piloted by the Department of Health, Social Services, and Public Safety).

Response: This is so important to PCC work and inherent in our statutory functions,
that it is necessary to respond in three parts:

- independence in the complaints process

- independence of PCC and Board composition

- patient experience surveys.

The PCC has four statutory functions in respect of the provision of health and social

care in Northern Ireland. They are to:

e represent the interests of the public;

e promote involvement of the public;

e provide assistance (by way of representation or otherwise) to individuals making
or intending to make a complaint relating to health and social care;

e promote the provision of advice and information to the public by the HSC about
the design, commissioning and delivery of health and social care services.
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a. Independence in complaints

The experience of dealing with 2500 complaints in the last two years leads the PCC
to recommend a transparent, independent root and branch review of the complaints
process. 10% of complainants come to the PCC for help because they find the
current system unacceptable. This is likely to be the tip of the iceberg and we have
work in our business plan to learn more about the public view of the current system.
However, evidence to date would indicate that necessary changes address issues
such as:

e the current system is focused on transactions rather than patient needs;

e speed of response rather than quality of response is a driver;

e timeliness and quality of response should be related to the severity and nature
of the complaint;

e where second opinions are deemed appropriate, they should be truly
independent;

e HSC organisations should be required to report what steps they have taken to
improve services as a result of complaints received and evidence the
improvement.

Currently getting the best outcomes for complainants depends on the tenacity of the
PCC Complaints Support staff and the willingness of the HSC Trusts to help people
to get a resolution to their complaints. If the PCC is to be more effective in getting
satisfactory outcomes for people, then some more formal mechanism is needed that
would require Trusts to be more responsive. One way to achieve this would be
through a Memorandum of Understanding (MOU) which outlines in advance the
commitment of all parties to come to a resolution which gives complainants closure
to their concern. Such an MOU would supplement, but does not replace the statutory
framework and affirms the independence of the PCC in its roles and

responsibilities. Additional resources would be required if the PCC role in
complaints was to increase as a result of the implementation of this
recommendation or through a failure to achieve substantial improvements in the
current HSC Complaints handling processes.

In whatever changes take place the PCC would not wish to see its advocacy role
diminished by becoming part of any investigative process. The PCC provides an
unequivocal voice for people in seeking to have their concerns addressed at an
individual, community or regional level.

b. Independence of the PCC and Board Composition

We agree with Sir Liam that the independence of the PCC is of critical importance
and will work to ensure that is maximised. The PCC values and seeks to safeguard
its independence as outlined in statute. Nevertheless we are aware of the perceived
lack of independence because of the architecture of the HSC system in Northern
Ireland. While we will continue to research the views of the patient and service user
and speak it into the system in an unbridled way there may be some further steps
that could be taken to ensure the voice of the patient is heard more effectively by the
system.
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Such mechanisms could include:

i. An MOU with the Department, HSCB/PHA and Trusts that would outline rules of
engagement for both parties, and supplement the powers already in legislation.
Namely requirements to

e consult the PCC and engage early in full, frank and open dialogue on emerging
issues of patient concern;

e collaborate on furthering patient interests, using resources more effectively and
avoiding duplication;

e openness - sharing information early that equips both parties to act in the best
interests of patients and where appropriate respecting the confidentiality of such
data;

e willingness to enhance resources of the PCC in order to optimise the patient
voice and the capacity of PCC to fulfil its statutory functions.

ii. A power to issue a super complaint, where there is a system wide failure that is
not being addressed in the patient/service user interest.

iii. Enhanced resources to allow PCC to follow through and ensure change takes
place as aresult of the patient voice. Currently the organisational capacity is too
limited. We have set out objectives within current resources but could do much
more, within our current legislative framework, had we the resource capacity to
do so.

iv. Arequirement to issue an Annual Report to the Minister that outlines the
concerns of the patient/service user and that puts a stake in the ground on an
annual basis. This would be based on our work throughout the year and would
anticipate future challenges for the service.

There are specific recommendations about the independence and composition of the
PCC Board in the Report. The PCC has been considering the composition of the
Board before the Donaldson report was published. The Board is very large, and we
consider that a smaller number of members with the right skills can provide
adequate governance for the organisation and fulfill our statutory responsibilities in
this regard. This work is underway and we will be submitting these proposals to the
DHSSPSNI in due course.

The intent of the additional recommendation from Donaldson that more current or
former service users should be on the Board is one that the PCC are largely in
agreement with. However, that role should be in advising the Board and grounding
us as we do our work on behalf of the public. We would like to consider this further
and discuss it with service users and expert patients, many of whom already work
with us. Some form of ‘Advisory Board’ or ‘Panel of Active Patients’ up-skilled as
necessary to take a broader user perspective might work well. We consider that
the role of service users in the governance of the organisation requires further
consideration.

We would welcome the opportunity for further discussion to ensure the Board, and
indeed all of the work of the PCC, is representative of people across Northern
Ireland. This will include consideration of our Equality duties, promoting inclusion,
diversity and the participation of people with a disability in public life.
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The PCC already has mechanisms in place to capture the public voice including:

e 15,000 strong Membership Scheme;

e targeted road shows;

e information obtained through our complaints process and helpline;

e Ongoing PPl work including the evidence that has been gathered through Patient
and Client Council research over the last 6 years incorporating the views of
34000 respondents.

Nevertheless the PCC would advocate an increased partnership approach with

organisations and bodies with a health and social care agenda, specifically;

e expanded engagement with the community and voluntary sector on specific
areas of need/care;

e exploring the potential of the new Super-Councils community planning
structures to ensure the patient voice is heard.

c) Patient experience feedback and surveys

The Real Time Patient Feedback System business case has already been submitted
to the Department and we would welcome an early decision so that this can be put
into action. It has many advantages as outlined in the business case including the
potential to gather positive as well as negative stories. Properly utilised it is a tool to
drive service improvement. It is supported by the CEO’s of the Trusts and the HSCB.
It would seem unnecessary to reinvent this wheel.

The PCC acknowledges the seriousness of the situation as outlined in the report and the
urgency of making the required changes. The plethora of issues, reports and conclusions
without concomitant action is eroding public confidence. This confidence needs to be
restored.

As an organisation representing service users and the wider public we again want to
emphasise the importance of meaningful public engagement and genuine consultation
about any change to services. This can only happen when evidence about the available
options is made available to the public in order to inform the debates.

Yours sincerely

MW St

Maureen Edmondson
Chair
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Annex 1
Patient and Client Council
Your voice in health and social care

January 2015
Patient and Client Council Guiding Principles

The Patient and Client Council Board accepts that difficult decisions are going to have to be
taken about services in the future as savings have to be made. However, whilst
acknowledging the reality of budgetary pressures facing health and social care
organisations, the Patient and Client Council would want assurance for the public that there
will be genuine engagement and consultation about any proposed changes to services.

The following principles will act as a guide and prioritisation framework for all Patient and
Client Council activities. The principles will underpin communication and engagement with
all stakeholders, including those within the Health and Social Care network, locally elected
representatives and the media.

The principles are subject to review as required.

- Safe Services
Changes to health and social care services must not result in a deterioration of
patient safety. Health and Social Care organisations must provide evidential
assurances that services are safe.

+ Access to care
Patients should have access to health and social care services across Northern
Ireland in such a way as to take account of safety, equity and clinical need.

« Fairness in balance of needs
Health and Social Care will have to take a balanced and fair approach to the
services provided and changes made. Access to alternative equivalent services is
necessary and clinical evidence may be needed in support of service change and
that this new service will provide better health and social care outcomes for people
and meet or exceed the standards for patient experience.

« Communication
Health and Social Care organisations should put in place an effective communication
strategy for each service change, to inform patients and carers of changes before
during and after any service development and guide them through the changes.

+ Engagement
Health and Social Care organisations should ensure people are engaged on options
for services and informed and supported in making the transition to alternate
services. Service users and carers should be involved in any decision making about
the individual care they receive. Changes to services should be effectively led and
managed by health and social care organisations, in conjunction with service users.
Consultation is only part of engagement and where consultations are carried out
HSC organisations should ensure that their consultations are meaningful and robust.






Strategic direction in decision making
Health and Social Care organisations have already set out a clear strategy for the
development and provision of services in Northern Ireland and within their area of
responsibility. The delivery of this strategy should be clearly reflected and
communicated in any decision making process. Changes in strategy should be
clearly communicated to service users and carers.

Recognise some people have had no service
Service development should be inclusive and ensure that hitherto hard to reach
groups are acknowledged and accommodated.

Recognise our most vulnerable members of society
Where changes to services involve the most vulnerable members of society then all
of the above need special attention.

Focus on health issues
While recognizing that changes may affect staff, the Patient and Client Council will
focus its work and energies on patient and carer needs and issues.

Patient and Service User views
The Patient and Client Council will continue to accurately reflect the views of the
people it speaks to on health and social care issues. The PCC will expect HSC
providers to clearly elaborate and evidence where these views are inconsistent with
the best clinical and social outcomes for services users and engage accordingly.
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