
Men's Experience with Penile Rehabilitation Following Radical 
Prostatectomy: A Qualitative Study with the Goal of Informing a 
Therapeutic Intervention

Christian J. Nelson, PhD1, Stephanie Lacey, MA1, Joslyn Kenowitz, BA1, Hayley Pessin, 
PhD1, Elyse Shuk, MA1, and John P. Mulhall, MD2

1Department of Psychiatry and Behavioral Sciences, Memorial Sloan Kettering Cancer Center, 
New York, NY, USA

2Reproductive Medicine Program, Urology Service, Department of Surgery, Memorial Sloan 
Kettering Cancer Center, New York, NY, USA

Abstract

Objectives—Erectile rehabilitation (ER) following radical prostatectomy (RP) is considered an 

essential component to help men regain erectile functioning; however many men have difficulty 

adhering to this type of a program. This qualitative study explored men's experience with ER, 

erectile dysfunction (ED), and ED treatments to inform a psychological intervention designed to 

help men adhere to ER post-RP.

Methods—Thirty men, one to three years post-RP, who took part in an ER program, participated 

in one of four focus groups. Thematic analysis was used to identify the primary themes.

Results—Average age was 59 (SD=7); mean time since surgery was 26 months (SD=6). Six 

primary themes emerged: 1) frustration with the lack of information about post-surgery ED; 2) 

negative emotional impact of ED and avoidance of sexual situations; 3) negative emotional 

experience with penile injections and barriers leading to avoidance; 4) the benefit of focusing on 

the long-term advantage of ER versus short-term anxiety; 5) using humor to help cope; and 6) the 

benefit of support from partners and peers.

Conclusions—Men's frustration surrounding ED can lead to avoidance of sexual situations and 

ED treatments, which negatively impact men's adherence to an ER program. The theoretical 

construct of Acceptance and Commitment Therapy (ACT) was used to place the themes into a 

framework to conceptualize the mechanisms underlying both avoidance and adherence in this 

population. As such, ACT has the potential to serve as a conceptual underpinning of a 

psychological intervention to help men reduce avoidance to penile injections and adhere to an ER 

program.
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Introduction

Prostate cancer is the most commonly diagnosed cancer in men, with over 200,000 new 

cases diagnosed yearly in the US. Because of advances in screening and early detection, 90 

percent of men are diagnosed at an early stage (1). One of the “gold standard” treatments for 

early stage prostate cancer is radical prostatectomy (RP), which has established long-term 

benefit (2-5). Unfortunately, erectile dysfunction in a common side effect of this procedure. 

In fact, only 16% of men undergoing a RP will regain their pre-surgery level of erectile 

functioning (6). Erectile dysfunction (ED) following RP can cause significant distress for the 

man or couple. The link between ED and depressive symptoms is now well established (7), 

and the bother associated with ED following RP remains significantly high for at least two 

years post-surgery (8). For men in committed relationships, this depression and bother can 

impact the couple, and can result in an avoidance of sexual situations and a loss of intimacy, 

which in turn can lead to relationship stress and conflict (9-15). For single men, the bother 

associated with ED can deter the pursuit of romantic relationships (16).

Most surgeries are “nerve sparing” surgeries. This type of surgery spares the cavernous 

nerves which run bilaterally along the prostate and are responsible for achieving an erection. 

Despite nerve sparing surgery, the cavernous nerves are stretched and bruised inter-

operatively and may take 18 to 24 months post-surgery to heal. Men may fail to have natural 

erections during this time which can lead to penile tissue atrophy, structural alterations, and 

venous leak (17). The penile rehabilitation concept promotes the use of erectogenic 

medications to help men achieve consistent erections, which oxygenates the penile tissue, 

keeping the tissue healthy. The first-line treatment is oral medications which are PDE5 

inhibitors (PDE5i). However, because these medications target the cavernous nerves, only 

12 to 17 percent of men will respond to a PDE5i within six months post-surgery (18, 19). An 

effective second-line treatment is penile injections, which does not require healthy 

cavernous nerves and is a proven, reliable treatment (20). Thus, penile injections have 

become the foundation for many RP rehabilitation programs.

Despite the importance of penile rehabilitation following RP, many men find it difficult to 

sustain the use of erectogenic medication. The majority of men with prostate cancer 

(50-80%) discontinue the use of medical interventions for ED (i.e., pills, penile injections, 

vacuum devices) within one year (21, 22). For penile injection therapy, the dropout rates in 

the first year have ranged from 50 to 80 percent (23-25). In a sample of men with prostate 

and bladder cancer, only 54 percent continued with injections after four months of starting 

treatment, and of those, only 45 percent were using the injections at the recommended 

rehabilitation rate of twice per week (25). This non-compliance may be particularly harmful 

for men post-RP, since as stated above, the research suggests early and consistent 

intervention is crucial for erectile rehabilitation (17, 26). Although there is some literature 

exploring why men stop using injections (e.g., anxiety, cost, pain) (25), little is understood 
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about men's experience of penile rehabilitation, nor is there significant qualitative 

understanding of the reason for poor compliance and high drop-out, or potential ways to 

offer assistance to facilitate this process.

Considering erectile function recovery is an important survivorship issue in men with 

prostate cancer, helping men pursue and consistently use ED treatments has the potential to 

significantly improve the quality of life for these patients and couples. This qualitative study 

was focused specifically on men who had used penile injections within the context of penile 

rehabilitation following RP. Our group has started the development of an intervention based 

on the concepts of Acceptance and Commitment Therapy (ACT) to help men utilize ED 

treatments and consistently adhere to a rehabilitation program. The aim of this qualitative 

research was to explore men's experience with erectile rehabilitation, ED, and penile 

injections, and to gain feedback on the proposed intervention.

Methods

Recruitment and Data Collection

The study was approved by the Institutional Review Board at our institution. A total of 36 

men were recruited for four focus groups. Five men did not attend for unknown reasons, and 

one could not attend due to transportation issues. The remaining 30 participants attended one 

of the four focus groups.

Eligibility criteria included: men that were one to three years post-RP for early stage 

prostate cancer, participants in the penile rehabilitation program at our institution using 

penile injections, and English speaking. The only exception to these criteria included one 

participant who mentioned during the focus group that he had recently been diagnosed with 

a rising PSA. Exclusion criteria included: disease recurrence or progression of disease, 

specific injection phobia, history of bipolar and/or psychotic disorder, or major depression to 

the extent that would preclude the patient from giving informed consent or being an active 

participant in the focus group. None of the men met this eligibility criterion for depression. 

There was no age limit for this study. The main reasons for refusal to participate in the study 

included: lack of time to participate, scheduling difficulties, lack of interest in participating 

in research, and geographical barriers. We provided each participant with a monetary 

incentive of $20 to defray travel expenses. Prior to the focus group, participants completed a 

demographic form collecting the following information: date of birth, race/ethnicity, marital 

status, level of education, employment status/occupation, and level of income.

The penile rehabilitation program at our center asks men to achieve penetration hardness 

erections using penile injections two to three times a week for up to two years post-surgery. 

We did not designate any eligibility requirement related to men's success adhering to the 

program as we were interested in a range of men's experiences with rehabilitation (i.e., 

successful and unsuccessful). We selected a time frame of one to three years post-surgery to 

allow for a range of experience with the program from, men who were currently active in 

rehabilitation as well as men who progressed through the two year time frame and could 

reflect on their experience.
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The focus groups were facilitated by an experienced mental health professional using a 

semi-structured format and lasted approximately an hour and a half. The facilitator asked a 

standard set of questions in each focus group (with some modifications based on the 

outcome of each subsequent focus group), and had the ability to ask non-scripted follow-up 

questions during the discussion. The structured questions centered on their experiences with 

penile injections, experiences with erectile dysfunction (ED), and thoughts about the 

upcoming pilot intervention. Silent observers, consisting of three female members of the 

research staff, observed the focus groups and took notes in an adjacent room behind a one-

way mirror. Participants were notified of the observers prior to the start of the focus group. 

All of the focus groups were audio recorded and transcribed by a third party transcription 

company.

Data Analysis

Study data consisted of a demographic form and a total of four focus group transcripts. 

Notes that were taken by observers during the focus groups were used in conjunction with 

the transcripts and incorporated into the analysis. A targeted procedure of qualitative 

thematic text analysis was used to analyze the focus group data, including a concentrated 

review and examination of the transcripts (27-30). The discussion amongst the coders was 

moderated by an expert in qualitative analysis with more than 10 years of experience in 

analyzing qualitative data. The analysis team consisted of the study investigators, a 

qualitative methods specialist, and two research study assistants. The process of analysis 

was carried out in multiple phases. In Phase One, “margin coding” was utilized. All team 

members separately read each transcript and highlighted content that was significant or vital 

to the goals of the research study, including emerging themes and relevant quotes (31). In 

Phase Two, each analysis team member individually recorded their thoughts about findings/

themes which they recognized as important, as well as quotations from the transcript that 

illuminated the themes. During Phase Three, team members met to share their relevant 

findings and quotations, and jointly produced a list of themes that emerged from each focus 

group. Phase Three was repeated until all four focus groups had been analyzed and 

integrated. In the Fourth Phase, the collective result of the analyzation of all four transcripts 

was reviewed and the team produced a list of themes which illustrated the most significant 

findings.

The relevance of the thematic findings identified in Phase Four was assessed in the 

following ways. Primarily, there was an examination of the conclusions reached by the 

numerous reviewers and whether analogous conclusions regarding review of the focus group 

transcripts were attained. When multiple analysts review and synthesize qualitative data - a 

form of analyst triangulation – it is proposed to heighten the integrity of these results (32, 

33). In addition, the extent to which similar themes emerged and repeated across the four 

transcripts was evaluated and these themes were included in the results (32, 34). Although 

ACT was used as the underlying structure of the proposed intervention, the ACT framework 

or ACT themes were not used in the analysis of these data as described above. The majority 

of coders, including the qualitative expert who facilitated the analysis, had little, if any, prior 

knowledge of ACT concepts. There was also no a priori plan to organize these themes using 

an ACT framework as we have done in the Discussion.
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Results

Study Sample

The mean time post-RP for the 30 participants was 24.5 (25.9) months (SD = 6.37, Range = 

12-36 months). The mean age of the sample was 59 years old (SD = 7), and age ranged from 

41 to 72 years. The majority of the sample was Caucasian (83%), married (83%), and were 

at least college educated (86.6%, Table 1). We did not assess men's success with 

rehabilitation, however from the transcripts it was clear that men fell on all points of the 

spectrum of adherence from successful to unsuccessful.

Emergent Themes

Six primary themes emerged from these interviews (See Table 2 for representative quotes): 

1) frustration with the lack of information about post-surgery ED; 2) negative emotional 

impact of ED and avoidance of sexual situations; 3) negative emotional experience with 

penile injections and barriers leading to avoidance; 4) the benefit of focusing on the long-

term advantage of rehabilitation versus short-term anxiety; 5) using humor to help cope; and 

6) the benefit of support from partners and peers.

Frustration with the Lack of Information about Post-surgery ED—The primary 

theme in all four focus groups was the intense frustration over the lack of information 

provided to them pre-surgery about erectile dysfunction and potential side-effects following 

surgery. Although not a topic explicitly queried by the facilitator, it was consistently the first 

item that men discussed. While most men were aware of some of the sexual dysfunction 

implications of surgery, they felt the recovery was “over-promised”, and assumed their 

sexual functioning would return to pre-surgery rates shortly after surgery. As one participant 

stated, “Critically, it's the information or the lack thereof that makes this such a complicated 

process.” Several participants questioned the choice of surgery, wondering if they would 

have selected surgery if they had known the high probability of erectile dysfunction. There 

was clearly an overwhelming desire to have more information about the side effects of 

treatment prior to treatment among participants.

Negative Emotional Impact of ED and the Avoidance of Sexual Situations—
When asked to talk about their experience with erectile dysfunction, the men expressed a 

sense of deep disappointment and distress. They reported feelings of “frustration,” “shame,” 

and “anxiety.” Men characterized the experience as “devastating” and reflected that they did 

not “feel like a man.” The fundamental shift for men who experience difficulty with 

erections was described by one participant as, “It's like the ground you walked on since you 

were a teenager is gone.”

The disappointment and distress related to ED often led to avoidance surrounding sexual 

situations. The men described that when shame or embarrassment was felt, it resulted in 

increased anxiety and fear related to sexual situations. When asked specifically what it was 

like to enter into a sexual situation not feeling confident that they would obtain a firm 

erection, one man stated, “Fear...its fear, doc, fear,” while another participant remarked 
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that, “It's kind of like you almost don't want to have sex, because you don't want to know 

that it doesn't work.”

Negative Emotional Experience with Penile Injections and Barriers Leading to 
Avoidance—As expected, most participants reported initial anxiety and fear when first 

using injections. However, for many men there was also an enduring negative emotional 

reaction to penile injections. Many thought of the process as “barbaric” or just “not normal.” 

One participant said the experience was “brutal” while another man stated that it was “the 

most humiliating thing I've ever done.” However, it is noteworthy that there was also a 

distinct group of men (minority of subjects) who reported that once they overcame their 

initial anxieties or hesitations and adjusted to the process that the injections were “fantastic” 

and a “life saver.”

The participants also identified several common barriers to consistently using penile 

injections. Many discussed the “lack of spontaneity” and “unnatural” component of 

obtaining an erection. Logistical issues such as timing, worry related to achieving the correct 

injection site, fear of priapism, and storage of the medicine were also concerns. The men 

reported the pain of the needle stick was minimal and was not a common reason for 

avoidance of injections. The negative emotional reaction and logistical aspects related to 

injections were causes of anxiety and barriers that ultimately led to the avoidance of 

injections.

The Benefit of Focusing on the Long-Term Advantage of Rehabilitation 
Versus Short-Term Anxiety—A dichotomy emerged between those men who focused 

on the short-term negative experiences of injection versus men who focused on the longer-

term benefits and outcomes of rehabilitation. The long-term focus seemed to help with 

maintaining treatment over time. Those men with a short-term focus seemed to dwell on the 

barriers to treatment. Impediments such as pain, loss of spontaneity surrounding sex, 

logistical issues (e.g., when and where to inject), and emotional distress and shame related to 

ED were prevalent. Those with long-term focus saw the payoff or reward of injections as 

worth experiencing some momentary psychological and physical discomfort. As one 

participant explained, it is important to focus on the overall goal of the rehabilitation 

process, remain optimistic and keep an “eye on the prize.” Another man proclaimed, “...you 

know, you gotta use it – you use it or lose it.” Focusing on the long-term goal allowed one 

man to, “stay healthy, do all the right things long enough until you get back to the life you 

want.” Those that were focused on the long-term benefit realized that injections were 

something you must do so that you “don't deteriorate”, to allow for a sex life again, and the 

opportunity to “feel like a man again.”

Use of Humor to Help Cope—Although not specifically queried, the use of humor to 

help men cope with ED and the injection process emerged as a clear theme and men 

frequently joked and laughed throughout the groups. One man remarked, “So humor clearly 

helps in terms of adapting, especially if the humor is shared [with your partner].” In all of 

the focus groups, humor pervaded the discussion. For example, in one group there were 75 

different moments of laughter (as recorded on the transcription). Laughter and humor were 
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shared during a range of typically distressing topics, including incontinence during long 

trips, coping with Peyronie's disease, and the experience of dry orgasms.

Support from Partners and Peers—Men discussed that having a supportive partner 

during this period was helpful in the process. As one man stated, “...respect for your wife 

has to be very good. I mean she's got to be so faithful and you know, she's got to do – she's 

got to be there to give you therapy almost.” Having the support of an understanding partner 

was critical as one participant responded, “That's key. That's key.” Another man stated, “It's 

almost necessary. And so I thank God every day that she's my wife. And she's fantastic 

about it.”

Another primary theme was that support from peers is very helpful. Many men stated they 

did not have anyone to talk to about their experience, or reported that even if they knew 

someone who had had a RP they had difficulty initiating discussions about their struggles. 

Many participants remarked how helpful it was to be in the focus groups to hear how other 

men were coping with using penile injections and normalizing their experience.

Discussion

This qualitative study explored men's experiences with erectile dysfunction and a penile 

rehabilitation program following radical prostatectomy. Penile rehabilitation programs have 

demonstrated benefit in helping men recover erectile function following surgery, however 

many men have difficulty adhering to these rehabilitation programs. These qualitative focus 

groups were conducted to better understand men's experiences with these programs, and 

help guide an intervention to help these men sustain a commitment to erectile rehabilitation.

The emotional difficulty that men experience related to ED and ED treatments is well 

supported in the literature. ED has consistently been associated with depressive symptoms 

and a reduction of general happiness in life, which has been documented in both quantitative 

and qualitative reports (7, 10, 16). The unique aspect of this qualitative data is the focus on 

an erectile rehabilitation program and the discussion of emotional barriers that lead to 

avoidance of both sexual situations and the use of penile injections. Six primary themes 

emerged from these interviews: 1) frustration with the lack of information about post-

surgery ED; 2) negative emotional impact of ED and avoidance of sexual situations; 3) 

negative emotional experience with penile injections and barriers leading to avoidance; 4) 

the benefit of focusing on the long-term advantage of rehabilitation versus short-term 

anxiety; 5) using humor to help cope; and 6) the benefit of support from partners and peers. 

We applied an existing psychological framework based on Acceptance and Commitment 

Therapy, which describes a theoretical rationale for avoidance (35) to help organize these 

themes into a coherent framework. Within this framework, a cycle of “control and 

avoidance” is articulated as well as a cycle of “acceptance and commitment.” Although not 

all of the emergent themes fit into this ACT framework, the framework may provide a useful 

way to organize these themes in a way that helps to logically explain the process of 

avoidance and provides a structure that can be transferred to a clinical intervention (Figure 
1 and Figure 2).
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Hayes et al. states that the avoidance and control cycle starts with the focus on a problem, 

which leads to a negative emotional reaction to that problem (36). An effective way to 

reduce and control these negative emotions is to avoid thinking about or taking any action to 

resolve the problem. This avoidance leads to a short-term reduction in the negative affect 

(i.e., relief) but also leads to long-term life restriction and continued struggle with the 

problem. To apply this cycle to the focus group data, the avoidance of injections seemed to 

start with the short-term focus on: 1) the problem of erectile function and 2) the need to use 

penile injections. This focus on the short-term problem facilitated unfavorable thoughts and 

predictions related to erections and injections. Men in this cycle reported a number of 

negative cognitions that often predicted failure and subsequent feelings of shame and 

humiliation. Examples of these negative thoughts related to ED include men thinking they 

were not a “real man,” that their wife/partner will leave if they cannot “perform,” or the 

prediction that they will fail and “not be able to finish” sexually. The negative cognitions 

related to injections included that they are “barbaric”, “brutal,” and “unnatural.” As 

predicted by the cycle of avoidance and control, the thoughts and predictions then lead to 

negative emotions and affect. This was evident in the focus groups as some men reported 

significant fear and anxiety related to entering a sexual situation when they were not 

confident in their erections, and discussed considerable dread and anxiety related to using 

penile injections. Thus, for a man in this cycle, considerable negative affect is paired with 

the thought of approaching a sexual situation or using penile injections. Once this pairing 

has occurred, avoidance becomes an effective and powerful short-term strategy to reduce the 

negative affect related to sexual situations and injections. As long as a man does not think 

about or engage in a sexual situation or use penile injections, he is temporarily shielded from 

these negative emotions. This avoidance then leads to short-term psychological relief; 

however this restricts the man from potentially important activities such as engaging in 

sexual activity or using injections. This is particularly important for men post-RP who are 

interested in the benefits of an erectile rehabilitation where the lack of consistent erectile 

activity can significantly decrease the chance of long-term recovery of erections.

The contrast to this cycle of avoidance is the cycle of “acceptance and commitment,” which 

Hayes et al. states first begins with a focus on important or meaningful goals (36). The next 

step is an acceptance that achieving important goals is usually accompanied with some form 

of psychological anxiety. This anxiety can be mitigated or “defused” to some extent; 

however, it realistically can never be eliminated and at some point there needs to be a 

willingness to experience this emotional pain while moving toward the goal. This movement 

toward a goal leads to life flexibility and engagement in important life activities. This 

success over time can then lead to a reduction in anxiety related to the goal. Men who were 

successful with using the injections seemed to start with the longer-term goal and focus on 

the importance/meaning of sexual function, intimacy, and sex in their lives. These men kept 

their “eye on the prize” and saw the process of rehabilitation as “getting back to the life I 

want.” These men also accepted that there may be some short-term physical and emotional 

pain or discomfort. These men noted a willingness to go through the “hassle” of using the 

injections and possibly enduring some emotional let-down if failures occurred so that they 

would not “deteriorate” and return to feeling “like a man again.” As part of this successful 

strategy, men used humor and support to help defuse the negative emotion related to the 
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process. Humor and laughter as a cognitive diffusion permits the person to temporarily 

withdraw himself from the experience of emotional discomfort, and helps examine emotions 

or thoughts impartially. It is possible that humor was more successful for men in supportive 

relationships, as opposed to distressed couples, however all men in these focus group 

seemed to benefit from the use of humor during the group. Social support was also a 

valuable resource to help men cope and defuse the emotions related to ED and injections. 

This support included valuable encouragment from a partner, or the ability to talk with a 

peer who has experienced the same surgery and rehabilitation process. These processes 

seemed to start a cycle that ended in the successful use of injections and maintaining a 

commitment to the rehabilitation process. This allowed men the flexibility to maintain a sex 

life as an active part of their lives, and preserve this meaningful aspect of who they were as a 

man. The continued use of injections lead to a reduction in anxiety related to injections and a 

reduction of negative affect associated with sexual situations. Although men commented 

that they would clearly prefer not to use the injections, those who reported success also 

reported that using injections became less difficult over time.

In all, these qualitative interviews provide valuable guidance to the development of a 

psychological intervention designed to help men use penile injections and adhere to a 

rehabilitation program. An important element of an intervention may be to help men 

understand the cycle of avoidance and control, and the cycle of acceptance and commitment 

related to erectile rehabilitation. Educating men on this framework and coaching them on 

important concepts, such as focusing on the long-term goal while having the willingness to 

accept short-term anxiety, may help them adhere to these programs. The ability to organize 

these themes using an ACT framework suggest ACT concepts may serve as a useful 

theoretical underpinning for an intervention in this area (35). Elements that may be 

important to an intervention include: defining the importance of sexuality in the context of 

their life; education on the side effects and the importance of rehabilitation; acceptance that 

anxiety will be present during the process; and integration of diffusion techniques such as 

humor, support, cognitive processing, and normalization.

In addition, it is important to comment on the strongest and most salient theme, which was 

men's frustration and anger over the lack of proper pre-treatment information about the side 

effects associated with RP. This is consistent with other qualitative reports which have 

explored men's experience with prostate cancer treatments (37-40). A majority of the 

participants were not fully aware of the side effects of RP until they were actually 

experiencing them, and their frustration with the lack of education was palpable. It is 

unknown if this lack of education occurred because they are actually not fully informed by 

their doctors or because they were overwhelmed with information and did not retain all of 

the facts presented to them. Regardless of the reason, the men clearly believed that more 

education pre-surgery would help them with their recovery post-surgery. Many believed that 

if they were more informed, they would have been better prepared practically and 

emotionally to address these side effects and may have ultimately been more open to or 

compliant with penile injection treatment. As such, this gives strong justification to start 

interventions in this area pre-surgery to help men understand the potential impact of surgery 

and provide the proper education related to the long-term benefits of rehabilitation.
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Another important theme discussed was the importance of the partner and the potential 

benefit of peer support. It seemed that for men in satisfactory relationships, the partner was 

an important aspect of successfully using injections. This indicates that incorporating the 

partner, or including information on how men can discuss rehabilitation with their partner, is 

also an important component to an intervention in this area. It should a be noted that some 

men in the group reported conflictual relationships where the partner was not supportive. 

There is a body of clinical literature which highlights that not all partners may be interested 

in reengaging in a sexual relationship (41). However, good erectile function may be 

important to a man for a number of reasons, even if sexual relations are infrequent within a 

couple. Thus, interventions in this area need to have flexibility to coach men on how to 

engage in a rehabilitation program with supportive and unsupportive partners as well as how 

to help men without a partner. The potential benefit of peer support also indicates that a peer 

support component to an intervention may be beneficial.

We believe this study has a number of important strengths: the focus group discussion 

appropriately addressed men's experience with erectile dysfunction following RP and the 

use of penile injections; the number of focus groups and attendance at these groups allowed 

a thorough exploration of the themes resulting in thematic saturation; and the analysis which 

was moderated by a researcher experienced in qualitative methodology allowed for a robust 

and productive discussion of the themes.

One methodological weakness of the study may be the use of focus groups as opposed to 

individual interviews. There may have been some men who felt uncomfortable discussing 

certain topics in a group format. However, no one expressed this concern during the focus 

groups and there was no sense from those who observed the focus groups that the men were 

withholding information or felt uncomfortable discussing these topics in the group setting. 

In fact, the observers were generally surprised by the candor and honesty of the focus group 

participants. The high education of the group and lack of racial and ethnic diversity in the 

sample is another weakness and may limit the generalizability of the findings. It is possible 

that men with lower education or men from different ethnic groups may think very 

differently about their experience with rehabilitation. For example, the concept of accepting 

short-term anxiety for long-term gain may or may not be applicable to men with lower 

education or those from a different racial background as compared to the sample in this 

study. Also important to generalizability is the extensive experience our institution has with 

penile rehabilitation, and men at other institutions may have additional comments related to 

proper post-surgery education and injection training. Additionally, although the majority of 

the coders (including the qualitative expert) had little to no knowledge of ACT concepts, the 

ACT concepts were not mentioned or used in the analysis, nor was there an “a priori” plan 

to organize the themes using an ACT framework as we have done in the Discussion section, 

we cannot rule out that our intent to use an ACT framework to guide the development of an 

intervention may have influenced the analysis of the data.

Conclusion

The analysis of the qualitative data produced six primary themes describing men's 

frustration with ED and barriers to using penile injections, potentially leading to the 
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avoidance of injections or, conversely, decreased compliance. This avoidance can be 

particularly damaging to men post-RP attempting to sustain adherence to a penile 

rehabilitation program. An Acceptance and Commitment Therapy (ACT) framework can be 

used to place the themes highlighted in this analysis into a theoretical construct, which 

outlines both a cycle of avoidance and a cycle of commitment. As such, ACT may serve as 

an important conceptual underpinning of a psychological intervention to help men reduce 

avoidance to penile injections and adhere to a penile rehabilitation program following RP. In 

addition, several participants remarked that participation in the focus group itself was 

therapeutic, highlighting the importance of increased support, information, and emotional 

processing for this population.
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Figure 1. 
Cycle of Control and Avoidance
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Figure 2. 
Cycle of Acceptance and Commitment
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Table 1

Subject Characteristics

N 30

Mean Age 59 (SD = 7) years

Mean Time Since Surgery 26 (SD = 6) months

Race 80% White

3.3% Black/African America

6.7% Asian/Pacific Islander

10% Unknown

Ethnicity 10% Spanish/Hispanic/Latino

Marital Status 83.3% Married

13.3% Divorced

3.3% Widowed

Education 53.3% Graduate Degree

33.3% College Degree

10% Less Than College

Employment Status 83.3% Employed Full Time

10% Retired

7% Part-Time or Unemployed
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Table 2

Primary Themes and Supporting Quotes

Frustration with the Lack of 
Information about Post-
surgery ED

“And I think this kind of stuff, I'd much rather have a least—I don't know that I would have done anything 
different even today, but I'd like to at least know. And, you know, I didn't—I never even thought this kind of 
thing would—I never even knew oh yeah, you knew about Viagra, but I thought, okay, I got 20 more years 
before I got to worry about Viagra.”

Negative Emotional Impact of 
ED and the Avoidance of 
Sexual Situations

“You used the word—and the word that comes around here is anxiety. The real word is fear. I mean fear of 
losing your male-your maleness.”
“It's almost like you're avoiding sex, because you don't—you don't— my wife's kind of avoiding it, so we're 
kind of doing this dance where you know—I don't want to ask, she doesn't want to ask...”

Negative Emotional 
Experience with Penile 
Injections and Barriers 
Leading to Avoidance

“This is the most humiliating thing I've ever done in my life.”
“So I think that the whole...business [of penile injections] puts enough of an obstacle in the way that you 
really almost don't want to try; the least obstacle is the pain of puncturing yourself with a needle.”

The Benefit of Focusing on 
the Long-Term Advantage of 
Rehabilitation versus Short-
Term Anxiety

“Stay healthy, do all the right things long enough until you get back to the life you want.”
“But let's be honest, they [partners] want – they want to be – involved and have a sexual life and this made it 
so that we could have a real sexual life again.”

Use of Humor to Help Cope “So humor clearly helps in terms of adapting, especially if the humor is shared [with your partner].”

Support from Partners and 
Peers

“My friend is amazing. I'm like disgusted by it, and she's like, ‘It's okay. It's no big deal.’
“...Maybe the approach needs to be a little bit different and be a little bit more realistic with men. And 
perhaps require patients to sit in a room like this— And talk to guys like this who have been through it, so 
they know what to expect.”
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