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Abstract

Objective: This study maps the contents of departmental informational let-
ters and explores whether the national GynOp letters live up to the patients’
expectations and needs. Introduction: Patients who are well informed before
undergoing surgery experience reduced stress and increased understanding of
the postoperative process. Although providing patients with written informa-
tion before gynecological surgery is widely used and assumed important, no
study has investigated what information patients truly need. Methods: In
2014, all 59 gynecological departments in Sweden were asked to provide the
information letter they send to patients before hysterectomy on benign indi-
cation. 32 letters were analyzed using frequency analysis. In addition, three
focus groups were conducted and these data were submitted to Qualitative
Content Analysis. Results: The analysis of the information letters showed
great variation and discrepancy in pre-operative information. The analysis of
the focus groups resulted in the theme You can’t see the forest for the trees,
reflecting that, the women found it very difficult to identify the most impor-
tant information among the massive amount information received. Conclu-
sions: The informational letters did not meet the patients’ expectations and
needs. Practice implications: This study could serve as a foundation for the
content of informational letters.

Keywords

Patient Information, Gynecological Surgery, Quality Register, Qualitative,
Focus Group Discussions

1. Introduction

Patients who are well informed before undergoing surgery experience reduced
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stress [1], increased understanding of the postoperative process [2], and in-
creased participation in decision-making [3]. A combination of written and oral
information is preferred by the patients [4]. Furthermore, written, structured,
and comprehensive information is perceived to be valuable [5]. Preoperative in-
formational letters are often provided to help patients understand their surgery
and recovery. For example, Swedish gynecological departments provide such a
letter to patients before gynecological surgery. Although these locally-distributed
letters explain local routines, surgical methods, and possible complications, they
rarely consider the patient’s perspective or needs.

The Swedish National Quality Register of Gynecological Surgery (GynOp),
formed in 1997, aims to improve gynecological healthcare. The register includes
one preoperative and two postoperative questionnaires together with records
from the surgery contributed by the operating surgeon [6]. The GynOp preo-
perative questionnaires include informational letters about the upcoming sur-
gery. Although the participating departments are supposed to modify the letters
so it reflects their local routines, the letters are rarely revised. Often the original
GynOp letter is distributed as a supplement to departmental information,
meaning that the patients receive a vast amount of information at once. The
GynOp informational letter about hysterectomy is 493 words long, the letter
about incontinence surgery 420 words and the letter about prolapse surgery is
1050 words, not including local information.

Per current Swedish legislation, patients are entitled to receive full informa-
tion about their healthcare [7]. Although the local and national informational
letters are intended to satisfy this legal obligation, to our knowledge no study has
examined what kind of information patients desire.

This study has two aims: i) to map the contents of the local informational let-
ters and identify the differences between departments and ii) to explore whether
GynOp’s national informational letters meet the expectations and needs of the

patients.

2. Material and Methods
2.1. Local Informational Letters

All 59 gynecological departments in Sweden were asked to submit their local in-
formational letters concerning hysterectomy. Of these, 32 responded (Figure 1).
The letters were screened and the data were analyzed using simple frequency
analysis (SPSS 21.0). Information on local affiliation such as routines for admis-

sion and wound dressing were excluded from the material.

2.2. Focus Group Discussion

Focus group discussions (FGD) are a qualitative method where the participants
share their experiences in a group. To explore patients’ experiences with the
GynOp letters, three FGD were conducted. The participants were divided into
different types of surgery—hysterectomy, incontinence, or prolapse surgery. The

selection consisted of women who had undergone surgery during the previous
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. Ostersund Hospital.
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. Hudiksvall Hospital.

10. Falu Hospital.

11. Uppsala University Hospital.

12. Karolinska Institutet, Aleris Specialist Care, Cevita Care.
13. Orebro University Hospital.

14. Nykoping Hospital.

15. Vrinnevi Hospital.

16. Skaraborg Hospital.

17. Norra Alvsborg County Hospit-al.

18. Linkdping University Hospital.

19. Sahlgrenska Hospital, Carlanderska Hospital, Ostra Hospital.
20. Ryhov County Hospital.

21. Héglands Hospital.

22. Varnamo Hospital.

23. Halland Hospital of Varberg.

24. Halland Hospital of Halmstad.

25. Kalmar County Hospital.

26. Helsingborg Hospital.

27. Kristianstad Central Hospital.

400 km | 28. Ystad Hospital.

Figure 1. Included departments that contributed with their informational letter.

12 - 24 months, hysterectomy in Gothenburg, incontinence surgery in
Kungsbacka or prolapse surgery in Umea, and who had answered all the GynOp
questionnaires. These women were invited to participate via telephone and were
contacted in order of most recent surgery and with as great an age diversity as
possible. The goal was to create three groups of seven (Figure 2). Women aged
80 years or older were excluded. In the end, the three groups consisted of four,
five, and six women. The women were informed orally about their right to end
their participation at any time. Before the FGD were performed, the women re-
ceived the letters from GynOp over again. The interviewer used a guide with
four subject areas: experiences and attitudes towards GynOp, reactions to the

informational letters, reactions to the questions in the questionnaires, and future
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development and adaption of the registry. This study presents the reactions to
the informational letters. To achieve a good atmosphere for these discussions,
the FGD were performed in private rooms in the hospitals where the partici-
pants had undergone surgery (Sahlgrenska Hospital, The Hospital of Halland
Kungsbacka, and Norrland University Hospital) [8]. The FGD lasted about one
and a half hours under the overview of second author and a moderator chosen
by SALAR (Swedish Association of Local Authorities and Regions).

The FGD were digitally recorded and transcribed by a secretary. The material
was listened and read through thoroughly by the first, second and fourth author
before analysis. The discussions were analyzed using Qualitative Content Analysis
(QCA) to explore how the participants experienced the letters and how they pre-
ferred them to be presented [9] [10]. Meaning units, condensed meaning units and
codes were identified (Table 1). Then sub-categories, and categories where formed
and a theme was identified [10]. For the purpose of trustworthiness, the initial
analysis was conducted by SW, MN, and ML. The sub-categories, categories, and

the emerging theme were negotiated and finally agreed on by all three researchers.

2.3. Ethical Approval

The study was approved by the Ethical Review Board, Umeé University, Sweden

Incontinence Hysterectomy Prolapse
38 women 13 women 11 women
were contacted were contacted were contacted
6 accepted 32 declined 7 accepted 6 declined 7 accepted 4 declined
I 1 called in sick 1 called in sick
sick
4 were
— 1 were absent 6 were present
present
— 5 were present

Figure 2. Participant selection to focus groups; women who had undergone incontinence, hysterectomy or prolapse surgery parti-
cipated in separate groups.

Table 1. Example of text condensation.

Meaning unit Condensed meaning unit Code

“It feels really good if you’re able to help others ... to be able to help so that, well, you
It feel d to help others. Help oth
can process all the answers and then it will be helpful for them either in ...” eels good fo help others P orhers
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(Dno: 2013-401-32M; Supplement to 08-076M). Collection and management of
patient data in health systems and health registers are regulated through the
Swedish Patient Law. Participation in GynOp is voluntary.

3. Results

3.1. Local Informational Letters

Common causes for hysterectomy on benign indication were described in 43.8%
(n = 14) of the local informational letters. A large percentage of the information-
al letters, 87.5% (n = 28), provided information about different surgical methods
such as abdominal, vaginal, or laparoscopic hysterectomy and 62.5% (n = 20)
described the difference between total and subtotal hysterectomy. Only 25% (n =
8) of the informational letters provided information about the necessity of Pap
smears after subtotal hysterectomy (Table 2).

The vast majority of the informational letters described sick leave and the du-
ration of hospital stay, how long a patient should wait before lifting heavy ob-
jects or engaging in coitus. 81.3% (n = 26) of the letters instructed the women to
avoid heavy lifting and other strenuous exercises and 84.4% (n = 27) instructed
the women to abstain from intercourse. However, the letters did not provide the
same information regarding time span (Table 3).

Sometimes the patients’ ovaries are removed during a hysterectomy, leading
to menopause. This information was found in 84.4% (n = 27) of the letters. In-
formation regarding how to avoid postoperative complications varied: 59.4% (n
= 19) of the letters provided advice against bathing and 40.6% (n = 13) of the
letters advised against the use of tampons.

The importance of seeking healthcare in case of serious complications or
alarming symptoms to prevent permanent or even life threatening conditions
were found in 65.6% (n = 21) of the letters. These letters also provided proper
contact information. Strikingly, only 6.3% (n = 2) of the letters provided infor-

mation about the benefits of the operation.

3.2. Focus Group Discussions

The focus group analysis resulted in one overarching theme: You can’t see the
forest for the trees. This theme reflects the participants’ desire to be given simple
and accessible information but in reality being overburdened with dense and
unnecessary information. That is, the participants felt the letters and overall
communication from healthcare providers was overly complicated and burden-
some. Although they were eager to learn more about the surgery, they found the
written explanations too difficult. They felt they were being given too much and
the wrong type of information. This overload of information was counterpro-
ductive as the most important information was lost in the details.

During the analysis three main categories were identified: Experiencing dense

contents, Experiencing confusion, and Feelings of being prepared (Table 4).
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Table 2. Contents of the local informational letters.

Participating departments regarding the variable; n (%)

Information about the preoperative course and how the operation is performed

Explanation of different surgical methods® 28 (87.5)
The signification of total or subtotal hysterectomy* 20 (62.5)
Common causes of hysterectomy* 14 (43.8)
Normal time span of surgery* 14 (43.8)
Discontinuation of specific drugs before surgery® 9(28.1)

Information about the postoperative course

Normal time span of sick leave® 30 (93.8)

Normal time span of hospital stay* 29 (90.4)

Menopausal symptoms after removal of ovaries® 27 (84.4)

Avoidance of coitus® 27 (84.4)

Avoidance of heavy lifting* 26 (81.3)

Common postoperative symptoms® 25(78.1)

Analgesic regime after discharge® 24 (75.0)

Removal of stitches or clips® 23 (71.9)

Exhortation to seek medical help if alarming symptoms arise® 21 (65.6)

Routines for returning visit* 20 (62.5)

Avoidance of bathing* 19 (59.4)

Avoidance of using tampons® 13 (40.6)

Menstruation and pregnancy after hysterectomy* 13 (40.6)
Routines of notifying histopathological results” 9(28.1)
The necessity of future Pap smears® 8 (25.0)
Possible improvements to be expected® 2(6.3)

a. Supported by statistics from the GynOp register or other evidence-based source. b. Without scientific proof. c. Individual routines.

Table 3. Recommended time spans after surgery.

1 - 2 days 3 days 4 - 5 days No set time Missing data
Time span of hospital stay
20 (62.5) 6 (18.8) 2(6.3) 1(3.1) 3(9.4)
1 week 2 - 4 weeks >4 weeks No set time Missing data
Time span of sick leave
1(3.1) 24 (75.0) 3(94) 2(6.3) 2(6.3)
2 weeks 3 weeks 4 weeks >4 weeks Missing data
Time span of avoiding coitus
1(3.1) 6(18.8) 14 (43.8) 6(18.8) 5 (15.6)
2 - 3 weeks 4 weeks >4 weeks No set time Missing data
Time span of avoiding heavy lifting
9 (28.1) 12 (37.5) 1(3.1) 4(12.5) 6 (18.8)

All the values are expressed as number and percentage of departments regarding the variable; n (%).
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Table 4. Identified theme, categories and subcategories.

Theme Category Subcategory
Dense text

Experiencing dense content A lot of text

Difficult text

Confusing message

You can’t see the forest for . X
Lack of information
the trees Experiencing confusion
Perceived ambiguity

The time factor
Relevant information

Feelings of being prepared
8 & Detailed information

3.2.1. Experiencing Dense Contents

Many of the participants felt the letters were too long and too dense. When there
was too much information presented at once, the participants lost interest and
scanned it briefly rather than reading it thoroughly.

“I thought it was so much text, when you are about to go through ... and then
you just skimmed it through.”—FGD 2, hysterectomy.

The dense text contributed to the experience of being overwhelmed with in-
formation before the surgery. This experience of being overwhelmed was com-
plicated further by the fact that they often received the informational letter at the
same time as they received the GynOp letter, information about the GynOp re-
gistry, and the questionnaire.

“I remember receiving heaps in that envelope (laugh), it was papers from
GynOp, from the ward, and from ..”—FGD 2

The participants also questioned whether people with reading disabilities or
who are not fluent in Swedish would be able to understand the information.

“No, it was something I noticed about the text that ... when I read it ... I have
dyslexia and I thought the text was difficult”—FGD 2

The participants also felt the text was too homogenous, which reduced the mo-
tivation to read it. The participants wanted a straightforward text that presented
just enough information to give them an overview of their surgery, prognosis, and
recovery. In addition, the participants felt the layout of the letters could be im-
proved. For example, they believed all the information could be presented on one
page in distinct paragraphs with the most important information highlighted.

“Well, for example, if you have one part of the text that is presented as a bul-
leted Iist and then there s a box and then there s something else to make the pa-
per come alive ... it s the layout that I m after.”—FGD 1, incontinence

The participants experienced difficulties digesting all the information, as their

thoughts were preoccupied by the upcoming surgery.

3.2.2. Experiencing Confusion
The GynOp informational letters sometimes caused confusion, leading to feel-

ings of uncertainty and anxiety. For example, different indications for surgery
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and surgical methods were described in the same letter. The participants found it
difficult to understand what information that was relevant to them.

“Also, it s difficult when they write that it all depends on what kind of surgery
they decide upon.”—FGD 3, prolapse

The participants perceived that some information—such as postoperative
symptoms, the risk of a relapse, and routines for revisits—was insufficient.

“No, nothing about maybe waiting a while or the healing process.”—FGD 3

Furthermore, anxiety was experienced if no instructions were presented on how
to act and who to contact if any problems or questions occurred after surgery.

The participants requested information regarding their surgery earlier in the
process. A few weeks before the surgery or at the enrolment were considered too
late. In addition, they wanted discussions about risks and the potential im-
provement to take place before they decided to undergo surgery.

“I also looked online but it would have been great with one site where you
could get all the information instead of looking it up on a bunch of different
ones, reading a bit here and a bit there ... I felt that I needed to know what was
going to happen”—FGD 2

3.2.3. Feelings of Being Prepared

The participants highly valued information given before the surgery, eliminating
the risk of going through surgery unprepared. The participants’ reactions were
positive if the information was relevant and described in a straightforward way.
Information regarding the postoperative convalescence as well as the potential of
improvement or the risk of complications generated a sense of reassurance.

“It felt good that it said something about the time after the surgery ... often
you get a piece of paper and some painkillers and then you just stumble out
leaning on a family member ... and then it takes at least a couple of days before
you read it. But there you got the information beforehand”—FGD 1

Information about the Swedish Personal Data Act was conveyed through links
to The Swedish Government and the Data Protection Authority [11] [12]. The
participants considered this as an excellent way of getting information. In addi-
tion to a more succinct and focused letter, some of the participants wanted
access to a webpage that provided statistics regarding complications and results.
This strategy would allow patients to delve into information according to their
needs and desires, ignoring information they felt was unhelpful or they were
unprepared to understand.

“Just like everybody else, refer to a website so you have a website with, well, all

that you want ... then you won't need it all in the letter.”—FGD 1

4. Discussion and Conclusion
4.1. Discussion
Information is difficult. Our main findings showed that patients in Sweden re-

ceive too much information and not the kind of information desired before un-

dergoing gynecological surgery. This finding stands in great contrast to the in-
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tent of the Swedish Patient Law, which states that patients should receive all
available information [7]. Herber et al show that patient information leaflets
about medications with too much risk information conveyed in a formal way
provoked negative emotions rather than a sense of security [13]. Patients would
like the ability to choose how much information they receive and they would like
information to be accessible early on in the process. At about 450 words, infor-
mational letters before surgery were considered too long even though legislation
and patients require full and adequate information. These conflicting needs
create an impossible demand for any informational letter.

Today, the internet makes it possible to customize the amount of information
patients’ request. Our results showed that women wanted short letters of about
250 words that only included the most relevant information and with links to
websites for more information. The solution could be a website with evi-
dence-based information available, a web site that describes pros and cons of the
surgery, indications, methods, and preferably the positive effects. In this way, the
Swedish Patient Law would be fulfilled without overburdening the patients with
information. Patients should be involved in developing such a website. A study
about communicating treatment information to cancer patients using a website
shows that input from patients results in a more comprehensive and useable
website. It is also found that patients desire information that the professionals
had not foreseen [14]. However, this method could also be criticized since some
patients may not use the internet.

Furthermore, we found that the gynecology departments rarely included evi-
dence-based information in their informational letters. Consequently, the letters
included great variations and discrepancies. Evidence-based information related
to what women can affect themselves, such as appropriate activity in the post-
operative course, is lacking completely. A systematic review carried out in 2013
concludes that there are limited data to guide many aspects of postoperative care
after female pelvic surgery, including abstinence from sexual activity, physical
activity restrictions, and pelvic muscle exercise [15]. However, a study of 204
women who had undergone hysterectomy shows that preoperative education
about potential negative sexual outcomes may enhance satisfaction with the
outcomes of hysterectomy, independent of whether negative sexual outcomes
were experienced [16]. Further research is urgently needed in order to provide
evidence-based information on postoperative factors that women can influence
themselves.

Although the GynOp letters refer to evidence-based information, they were
too inadequate regarding information to women. Both the local informational
letters and the GynOp letters explained different surgical methods. In addition,
they differed in describing different surgical indications. For most women, other
types of surgery were redundant. The woman is undergoing surgery because of
her own physical illness and the method is often already decided upon. Modify-

ing the informational letters by including the local information could be a solu-
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tion. Through this strategy, patients would receive the necessary medical facts
and the local routines in one letter. Contradictions regarding information can
also arise as the result of internet research uncovering contradictory informa-
tion.

Only a minority of the gynecological departments in Sweden described the
benefits of surgery such as the improvements you can expect and how long it
will take to recover. An explanation could be that surgery on benign indication is
often performed “solely” to enhance quality of life. Additionally, gynecological
surgery treats female disorders, problems that often are described as hidden or
forgotten [17]. Another reason could be a lack of knowledge regarding the
number of women who experience improvement and how long it takes to im-
prove [6] [18].

It was obvious that the participants in this study wanted to know the pros and
cons of going through surgery. To receive information about the risks only a few
weeks before the surgery caused anxiety and worry. The women wanted the in-
formation much earlier in the process and they wanted this information to al-
ways be available, for example, via the internet. Similarly, Wade et al. concluded
that women want accurate and useful information at an appropriate time before
a hysterectomy [19].

Several departments urge patients to seek healthcare if alarming symptoms
occur during the initial healing process. However, information explaining when
the surgery is considered successful and what the acceptable complications are
without taking further actions is omitted. This omission causes anxiety that
could affect the postoperative course. In a study of women undergoing hyste-
rectomy on benign indication, a relationship between high levels of preoperative
anxiety and high levels of postoperative pain is found [20]. However, a qualita-
tive study shows that pre-operative education about post-operative precautions
before hip replacement surgery help patients feel less anxious [21]. Hence, one
can hypothesize that sufficient information before gynecological surgery could
reduce preoperative anxiety and postoperative pain.

54 % of the contacted departments contributed with their requested local in-
formational letters, a percentage that represents a majority of the Swedish de-
partments and strengthens the representativeness of the results. However, a
higher response rate would probably lead to even greater variability.

The focus groups consisted of 15 women in total, and we believe the partici-
pants represent a significant variation of experiences including age, ethnicity,
place of residence, and hospital performing the surgery. There may be some se-
lection bias associated with this study, but it is unclear whether the women who
were satisfied or the women who experienced problems with their surgery would
have been more likely to participate. However, due to the variation in the find-
ings, the authors believe that the composition of the FGD were satisfying. Fur-
thermore, the moderator may have influenced the content of the discussions al-
though an interview guide was used.

In summary, patients’ wishes and opinions have never been taken into con-
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sideration while creating either the GynOp letters or the local informational let-
ters. This lack of awareness probably explains why none of the letters met the
women’s expectations. Regardless of geographical location, before undergoing
gynecological surgery women in Sweden should be well informed and receive

equal evidence-based information written from a patient’s perspective.

4.2. Conclusions

This study demonstrates the complexity of informing patients in a way that is
understandable and fulfils the needs and desires of patients. It seems that pa-
tients wanted only the most relevant information in an informational letter; the
letters should include the most serious and the most common complications as
well as the positive effects of the surgery and nothing more. To compose such a
letter, which should be shorter than 450 words and still meet the criteria, is a chal-
lenge. The writers’ suggestion is that departments and other institutions responsi-
ble for producing patient information should include patients during the process,
in that way securing that the information is relevant and wanted. More informa-
tion, including evidence-based information, statistical information, and postoper-
ative routines, could be presented via a website for those individuals who want to
know more. Information about the website should be included in the letter.

In conclusion, informational letters distributed before benign gynecological
surgery do not meet the patient’s needs or expectations. However, we have great
trust in future letters to be written in a much more patient centered mindset and
with the patients input included, thereby fulfilling wishes and needs of the pa-
tients. We believe this study could serve as the foundation for developing more

effective (that is, more patient-centered) informational letters.
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