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Abstract

Objectives. The Scottish Health Technologies Group (SHTG) provides evidence support and
advice to the National Health Service in Scotland on the use of new and existing health tech-
nologies, which, although not medicines, are likely to have significant implications for people’s
care. The purpose of this paper is to highlight the developments that have taken place in the
SHTG’s patient involvement processes in the years 2017 to 2019, focusing primarily on specific
engagement with patient organizations and considering how the new approaches have been
received by stakeholders.

Methods. Feedback from patient organizations that participated in the SHTG submission pro-
cess, alongside SHTG committee members’ views on patient organizations contributions, was
gathered primarily via online questionnaires. The number of times that patient organizations
were invited and accepted the opportunity to peer-review SHTG advice statements prior to
and after the employment of a Public Involvement Advisor (PIA) was analyzed.

Results. Completed questionnaires (n=4) from three case study examples showed high
patient organization satisfaction with their experience of the SHTG process. The feedback
from SHTG committee members that was gathered indicated that patient organization partic-
ipation was generally well received. The number of peer reviews from patient organizations for
SHTG advice statements in 2018-2019 doubled to 86 percent of the total advice statements
(n=22), compared with 43 percent (n=14) in 2016-2017.

Conclusions. Significant progress has been made toward improving the SHTG’s patient
involvement processes. A dedicated PIA post within the SHTG has allowed for a more tailored
support to patient organizations and has encouraged their increased participation in SHTG
processes.

Introduction

The Scottish Health Technologies Group (SHTG), which is part of Healthcare Improvement
Scotland (HIS), provides evidence support and advice to the National Health Service in
Scotland (NHS Scotland) on the use of new and existing health technologies, which, although
not medicines, are likely to have significant implications for people’s care. The main decision-
making body of the SHTG is the committee that the staff team support. The role of the com-
mittee is to advise and support the best use of health technology interventions within NHS
Scotland. The committee is made up of representatives from NHS health boards, clinical
and professional networks, academia, NHS Scotland National Procurement, and the
Scottish government. Out of the thirty members, it also includes four volunteer public partners
who represent a public view. All committee members are treated equally with the same access
to meeting papers and the same rights for decision making.

As part of a new strategic plan in 2016, the SHTG recognized the need for greater levels of
patient involvement throughout the nonmedicine technology assessment process. It was
recognized that a well-regarded process for involving patient organizations was already in
place at the Scottish Medicines Consortium (the HIS body that assesses new medicines for
their value to NHS Scotland) and that a similar approach could be put in place for nonmedi-
cine technologies. Since then, significant progress has been made in ensuring that patient and
public voice is reflected in the SHTG committee’s advice. Key developments include dedicated
staff resource, the inclusion of a “patient issues” section in SHTG publications, the introduc-
tion of a patient organization submission form, and inviting patient organizations to present
their views on a health technology during SHTG committee meetings.

The purpose of this paper is to highlight the developments of SHTG work with patient
organizations and to examine feedback received on the process up until 2019 from three
case study examples.
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Methods

In September 2017, a dedicated staff member with responsibility
for patient and public involvement (PPI) was appointed for the
first time to the SHTG. The role of the Public Involvement
Advisor (PIA) is to engage proactively with patient organizations,
work with the public partners of the SHTG committee to support
and further develop their role, and to drive forward new ways of
working to ensure that patient and public voice is heard effectively
by the SHTG committee.

Patient voice is captured in the work of the SHTG in a number of
different ways. At the very start of a technology assessment, a sub-
group of the SHTG committee, of which the PIA is a member,
makes a decision on the type of involvement that would be most
appropriate for each technology being assessed. Options include,
as set out in SHTG guidance documents (1), inviting patient
organizations to peer-review an assessment, asking for a patient
organization submission, and requesting attendance of patient orga-
nizations to the SHTG committee to present the patient view.
In some cases where there is no clearly identifiable patient group,
or when scoping shows that there is a body of published literature,
a health services researcher will undertake a targeted patient issue
search of the available literature and produce a synthesis of the
research.

The information thus gathered is used to populate the "patient
issues" section of the SHTG committee’s advice to NHS Scotland.

The introduction of a dedicated PIA for the SHTG has enabled
a more focused engagement with patient organizations, which, in
turn, has led to the SHTG increasing its interaction with patient
organizations and receiving patient organization submissions for
the first time. The submissions—directly received from patient
organizations, which were introduced in 2017 and used for the
first time in 2018—elicit information on the experiences of
those living with, and caring for, people with the condition for
which the health technology is indicated. This can be from a vari-
ety of sources such as surveys and focus groups. The submission
form and accompanying guidance was adapted from guidance
produced by the Health Technology Assessment international
(HTAi) Interest Group for Patient and Citizen Involvement in
HTA (2) and from the "Guide for Patient Group Partners" devel-
oped by the Scottish Medicines Consortium (3).

Every patient organization that sends in a submission has the
option to attend the relevant SHTG committee meeting, at which
it can present its submission and answer any questions on it. This
is done by a PowerPoint presentation, with organizations given 10
min to make a presentation if they are doing a solo presentation
or up to 20 min if it is a joint presentation with other patient
organizations.

Since 2018, out of four technologies that patient organization
submissions have been requested for, the SHTG has received sub-
missions for three. The reason that no submission was received
for the fourth technology was a lack of available resources from
the patient organizations to complete one.

Across the three assessments, five patient organizations sub-
mitted patient organization submission forms. From these five
organizations, four attended the SHTG committee meeting to
present the findings of their submissions. The organization that
could not attend did not have a staff member available to travel
to the meeting, but it did provide input to the presentation
given by another patient organization during the meeting.

Case studies of each of the technology assessments are pre-
sented in the "results" section, to illustrate the processes involved.
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Table 1. Questions used to interview public partners via telephone

Questions

What worked well at the SHTG meeting?

What could be improved?

Any other comments?

Table 2. Online survey questions sent to patient organizations for feedback on
the SHTG involvement process

Patient organization survey questions Rating scale
Was the information and support provided by the n/a

SHTG during the submission process useful?

What other information or support could the SHTG n/a

provide to guide the submission process better?

How satisfied were you with the opportunity given to Very satisfied

contribute to the discussion about the technology at Satisfied
the SHTG committee meeting? Unsatisfied
Very
unsatisfied
Do you have any other comments about the n/a

involvement process at the SHTG?

In order to gain feedback on the new processes, the patient
organizations that participated in three technology assessments
were asked to fill in an online questionnaire. These technology
assessments were the following:

(1) Freestyle Libre (4)

(2) Robot-assisted Surgery for Rectal Cancer (5)

(3) Autologous Hematopoietic Stem Cell Transplant (AHSCT)
for Multiple Sclerosis (6)

For the Freestyle Libre case study, the patient organization
filled in a general online survey for people who observe meetings
because the patient organization survey had not been fully devel-
oped by that point. In addition, a telephone interview was con-
ducted with each of the four public partners who sits on the
SHTG committee. These interviews lasted for around 30 min
with each participant. The questions that were asked are detailed
in Table 1.

This was the only example where a telephone interview was
carried out with public partners by the PIA. The intention was
to get a snapshot of views on the first committee meeting at
which a patient organization was present. The feedback from all
four public partners was summarized and sent to them to ensure
that their views had been captured fully.

For the second and third case studies, the patient organizations
filled in a specific online feedback form as set out in Table 2.

Feedback from committee members was gathered via the gene-
ral online survey questions that are sent to all members to get
their views on how the meeting was conducted and to capture
any learning for future meetings. Participation in the general
survey is usually around 25 percent of committee members.

For the third case study on AHSCT, in addition to the general
online survey, a specific survey was developed for committee
members to get more detailed views on patient organization
involvement (Table 3).
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Table 3. Online survey questions for SHTG committee members to gain feedback on patient organization input to meetings

Question Rating scale

How informative did you find the patient organization submission forms that were included with the paperwork for the meeting? Very

Why do you say this? Somewhat
Not at all
Not sure

How informative did you find the PowerPoint presentation from the patient organizations? Very

Why do you say this? Somewhat
Not at all
Not sure

How useful did you find the prerecorded video section of the presentation? Very

Why do you say this? Somewhat
Not at all
Not sure

What did you value most about the participation of the patient organizations at the SHTG committee meeting? n/a

Was there anything that would have improved the patient organization participation at the SHTG committee meeting? n/a

Do you have any other comments? n/a

The number of patient organizations providing peer-review
input to SHTG advice products was recorded to compare the
quantity of peer reviews from patient organizations received
before and after the employment of the PIA. Feedback was also
gathered from two health service researchers who worked on
the three case study examples. The researchers were asked for
their views by e-mail by the SHTG PIA and, in particular,
requested to give their reflections on having patient organizations
involved in the SHTG process.

Results
Freestyle Libre

Freestyle Libre was the first SHTG assessment for which a patient
organization submitted evidence and then subsequently attended
an SHTG meeting to present its findings to the committee. This
organization was given 10 min to make the presentation, before
being asked to return to the public gallery. The feedback form
completed by the patient organization showed that overall it
was content with the process. It stated:

“We welcomed the opportunity to present the patient perspective and
found the experience very positive.

It is always difficult when providing written and oral evidence, to
know if the information resonates with the audience and is recognized.
The experience of the meetings was that this was the case and that
those in the room had taken on board the patient perspective to assist
in a difficult task.”

The main area of improvement they identified was to ensure
that in future, patient organizations could remain at the commit-
tee table throughout the discussion of a particular technology.
This would enable the organizations not only to answer any ques-
tions after their presentation slot, but also to contribute to other
discussions about patient experiences of using the technology.
Further to this, there were issues raised about how their submis-
sion had been adapted to populate the "patient issues" section of
the SHTG advice document. The adaptation was viewed as being
too condensed and, due to the tight timescales involved, the
patient organization was not given the opportunity to check the
adaptation before it was included in the SHTG committee
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meeting paperwork. This valuable feedback was acted upon to
improve the process for the next patient organization submission
and presentation to the SHTG.

From the general meeting survey of committee members,
specific comments (1 = 2) that related to the patient organization
involvement were positive. They welcomed the inclusion of
patient organizations in the process. One respondent stated:

“The inclusion of the patient group submission and expert was a great
advance and was excellent for clarity of the advice note [for NHS
Scotland].”

The public partners (n = 4) of the committee, via telephone inter-
views (Table 1), agreed that the patient organization submission
and presentation was a positive addition to the meeting. The
themes from the feedback received were that it brought a new per-
spective and dynamic, while helping to balance economic and
patient-related considerations. Comments about this included
the following:

“The patient group submission brought a new dynamic to the meeting
and shows the reality of what happens for someone who has diabetes
and how Freestyle Libre” can help.”

“The patient group helps to balance the economic and patient data.”

Regarding areas for improvement, public partners noted that
the display of presentation material could be clearer for commit-
tee members, and the theme from the general survey was a desire
to see more patient organizations at future meetings, with one
person stating:

“Real effort is being made to ensure that the process is inclusive.”

The learning from this first experience shaped the approach for
the next two assessments that included patient organization pre-
sentations. Updated guidance was issued for those attending
SHTG meetings, which made clear that organizations could stay
at the committee table for the full discussion and answer ques-
tions—via the chairperson—about the technology under review.
A standard slide presentation template was developed to make
it easier for organizations to structure their presentations.
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Robot-Assisted Surgery for Rectal Cancer

This was the second SHTG assessment that included a patient
organization submission, followed by attendance and participa-
tion during the SHTG committee meeting. The patient organiza-
tion representative was seated at the committee table for the full
discussion about the topic and had been given sight of the draft
advice papers before the meeting, with the opportunity to act as
a peer reviewer on behalf of the organization they represented.
This meant that the patient organizations could see in advance
how their submission had been included within the SHTG docu-
mentation and had the opportunity to give any comments on the
use of their material before the committee meeting. The represen-
tative gave a 10-minute PowerPoint presentation using the stan-
dard SHTG template and answered questions from committee
members afterward. They were also able to input to the discussion
through the chair where appropriate.

Following the meeting, the patient organization representative
completed their online questionnaire (Table 2). The survey indi-
cated that they were satisfied with the level of support given to
take part in the SHTG process. They stated:

“I felt really well supported throughout the process.”

“Made to feel very welcome by the committee, which was really appre-
ciated. I also felt that my contribution to the meeting was valued by the
committee, which made all the hard work worthwhile!”

The patient organization representative went on to write a blog
(7) about their experience of the SHTG process.

There was feedback from committee members through the
general meeting survey (n = 3). Committee members commented
directly about the patient organization involvement, with two
positive comments and one negative. This feedback included
the following:

“Feels that the SHTG is moving forward by having this type of presentation”
“The patient submission like last time was very good. Need to have
more of these, it is changing how I view the evidence being presented.”
“I think too much weight is given in the new style approach to the
SHTG to clinical and public/patient view and not enough to evidence.”

In an attempt to explore the one negative comment, it was
decided that for the next assessment that included a patient orga-
nization submission, a separate feedback form (Table 3) would be
developed to specifically ask for members’ views on patient orga-
nization involvement.

AHSCT for Multiple Sclerosis

This was the third technology that had a patient organization sub-
mission and subsequent presentation. Three charities submitted
patient organization submissions. Two of them went on to do a
joint presentation for the SHTG committee. The third was unable
to attend the meeting, but its submission was part of the commit-
tee papers, and it inputted to the joint presentation of the other
organizations that took part. The presentation format followed
the previous examples, but with the addition of a video that
highlighted the experience of one person who had undergone
the treatment. The two patient organizations that presented
completed the patient organization survey (Table 2) about their
experience.

They were satisfied with the information and support provided
by the SHTG during the submission process and noted no areas
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for improvement in support running up to the SHTG committee
meeting.

Both organizations expressed their satisfaction with the oppor-
tunity given to contribute to the discussion about the technology.
They felt that the 20 min given for joint submissions to present at
the committee was enough time to share the views of the multiple
sclerosis (MS) community.

For what could be improved during the meeting attendance,
one organization stated:

“On a personal level we were not confident enough to question the com-
ments and views of one of the clinical experts. If we were to have been
directly asked our opinion, then we would have commented. This is not
a negative comment, only providing further information with hindsight.”

For general comments about the process, one organization
commented:

“It is a very inclusive process. Being involved throughout the process has
been very welcome, especially having the chance to comment on the draft,
peer-review documents, and draft advice before the meeting. One of the
researchers was still asking me questions about information we provided
throughout the process before the meeting started. I felt that we were a
valued contributor to the process.”

A separate online questionnaire (Table 3) was sent to the SHTG
committee members to get their views on the input from patient
organizations during the AHSCT assessment. The findings from
the committee members (1 = 6) showed that the patient organiza-
tion submissions were valued, with the common theme being that
they give a good understanding of what life is like with MS and
the patient perspective on the treatment.

The presentation was well received, and positive comments were
given about using PowerPoint and video. There was clear benefit in
hearing directly from patient organizations at the meeting.

For areas of improvement, it was felt that asking patient orga-
nizations directly if they had questions about the clinical presen-
tations should be considered for future meetings so as to enhance
their involvement in the discussions.

General comments included how to balance the messages from
patient organization views with more "traditional” evidence (e.g.,
randomized controlled trials) and the importance of ensuring
that the committee is open to listening to patient views to help
inform advice.

One committee member commented in regard to the patient
organization submission form: “It helped with understanding
the reasons why people may make certain decisions about their
treatment and it brought to life the reality of the impact of living
with the disease.”

Regarding the use of video for the first time, one respondent
stated: “I think all patient groups should be encouraged to consider
video—this will allow the groups to be sure they have conveyed
what they need to convey and will reduce the stress of the presen-
tation for them.”

One comment regarding what could have been done to
improve the patient organization input went like this: “It would
have been good to hear whether the patient organizations had
any questions or comments about the clinical presentations.”

This echoes the area for improvement that one of the patient
organizations picked up in their comments.

In the general comments section of the questionnaire, there
were two responses, with one respondent stating that they were
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concerned about the committee being “emotionally swayed” by
the views given. The second comment called for the SHTG to
ensure that it continues to carefully listen to patient views and
ensure that this approach continues.

All feedback received on the three topics that had patient orga-
nization submissions and presentations was shared and noted by
the SHTG committee to inform future process developments.

Two health services researchers who worked on the assess-
ments for the three case studies were asked for their views on
the impact of patient organization involvement. They stated:

“Patient organizations provide an important, unique perspective on the
topics assessed by the SHTG. In particular, they have offered insight
into the patient experience of technologies and clinical conditions, raised
patient issues not identified in the published literature, and highlighted
contextual factors relating to patients in SHTG advice.” Health Services
Researcher One

“The facilitation of close and ongoing collaboration with the patient
organizations right from the start allowed us to share perspectives and
offer complete transparency around our processes including question set-
ting and evidence retrieval. Mutual sharing of information sources helped
stakeholders to be confident that all relevant material had been assessed
and contributed to the formation of advice.” Health Services Researcher
Two

Peer Review

Out of the twenty-two SHTG publications containing advice for
NHS Scotland in 2018 and 2019, 86 percent had patient organi-
zation involvement through peer review. This is double the level
of input achieved over the 2016-2017 period, when out of four-
teen SHTG publications, 43 percent had been peer-reviewed by
a patient organization.

Discussion

The experience of the SHTG engaging with patient organizations
is still at an early stage. For patient organizations to commit
resources to take part in an HTA process, it is important to ensure
that patient input is sufficiently valued. Feedback that has been
received so far from the small number of patient organizations
that have taken part in SHTG processes is encouraging, supported
by the initial feedback from SHTG committee members and staff
members.

Feedback has not been obtained from patient organizations
taking part in the peer-review process. However, the increase in
the number of peer reviews shows the difference made by having
a staff member in place who is responsible for relationships with
patient organizations. To date there have been no concerns regis-
tered from patient organizations about the process, but the SHTG
will be putting in place an online survey for patient organizations
to feedback their experience of the peer-review process.

A question that has still to be considered is whether a decision
made at an SHTG meeting would have been the same if it had not
had any patient organization involvement. As yet, data have not
been collected to enable this to be answered. In the meantime,
it is reassuring to know from the information that has been cap-
tured so far from committee members that patient organization
involvement has been generally well received. It is important,
though, to reflect that the number of committee members who
participated in the feedback surveys was low and, therefore, the
information gathered cannot be considered to be the view of
the whole committee but rather a small proportion of them. To
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gain further insight into views and the impact made, the online
survey needs to be complemented with a series of one-to-one
interviews. This is something that the SHTG is considering for
future evaluations. Such a mixed methods approach is highlighted
by Mason et al. (8) in their scoping review on evaluating the
impact of patient involvement in HTA.

The learning from SHTG work to date is being taken on board
to refine its involvement process as exemplified by how the feed-
back questionnaires have been amended. Guidance for how
patient organizations can present at meetings is being updated
to allow for prerecorded patient stories to be played to the com-
mittee as part of a patient organization presentation. In addition,
work is ongoing to look at how the SHTG can open up its public
involvement work by allowing direct engagement with members
of the public for relevant health technology appraisals where
there is likely to be much interest. The SHTG is scoping how
other agencies carry out work like this, while considering best
practice tools including the Guideline International Network
Public Toolkit (9) and the Healthcare Improvement Scotland—
Participation Toolkit (10). It is important for the SHTG and
other HTA agencies to take as broad an approach as possible to
not only learn from their own practice but also look at what is
happening elsewhere with the wealth of resources available.

Continual learning from evidence-informed PPI practice is key
for all HTA agencies to not only show its impact but also to
ensure that practice is updated where it needs to be in order to
meet the requirements of stakeholders. Evaluation is important
as part of this, and using robust recognized methods is vital to
ensuring that PPI continues to have credibility in the appraisal
process.

The lessons learned from the SHTG’s experience so far show
that when undertaking involvement work, it benefits from being
adequately resourced with a dedicated staff member in place, as
has been evidenced by the increase in patient organization
involvement since 2017. It is also important that patient organiza-
tions know and understand exactly what is expected of them in
any contribution that they make. Clear lines of communication
and openness in any process is always key, and the three case
studies demonstrate the importance of this.

A challenge that remains for the SHTG is to make an attempt
to identify patient organizations for every review and encourage
their involvement in the process.

Conclusion

Significant progress has been made in improving the SHTG’s
patient involvement processes. The increase in patient organiza-
tions being involved through peer review and taking part in
SHTG committee meetings has been achieved by having dedi-
cated staff resource, with time to implement and support engage-
ment. This demonstrates the importance of investing in posts like
this to enhance relationships with patient organizations and
provide tailored support.

Committee members have been broadly positive about the
increased role of patient organizations, although as highlighted,
responses to feedback surveys have been low, with more work
needed to address this. Innovations such as the addition of
video to a presentation show the dynamic way in which the
SHTG is moving forward to embrace new ways of working for
health technology assessments. The impact on how the involve-
ment of patient organizations influences the final content of
advice statements is still to be fully assessed and will proceed as
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more examples of patient organization involvement with the
SHTG are gathered.

The SHTG has acted on all feedback from patient organiza-
tions to improve its processes, and the feedback from patient
organizations gathered so far in the contexts highlighted shows
a high level of satisfaction with the involvement procedures that
are in place.
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